



















































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































Mrs Bailey  90  Alone, home  18 (15‐20)  Capacity  Nursing Care 




Mrs Gardiner  79  Alone, home  24 (20‐26)  Capacity  Home 
Mrs 
MacVicar 
76  Alone, home  22 (19‐24)  Capacity  Nursing Care 
Mrs Mason  92  Alone, home  23 (20‐28)  Capacity  Home 
Mr Mills  80  Alone, home  21 (14‐26)  Capacity  Home 
Mr Miner  74  With wife, home  Not assessed  Capacity  Home 












           
Mrs Baker  89  Alone, home  12 (11‐15)  Lacked 
capacity 
Home 










Mr Coleman  82  With wife, home  19 (17‐21)  Lacked 
capacity 
Nursing Care 






















Mrs Parker  78  Alone, home  13 (13)  Lacked 
capacity 
Nursing Care 
Mr Ryder  87  Alone, home  12 (10‐13)  Lacked 
capacity 
Nursing Care 


















































































































































































































































































































































































































































































awareness of  their present  situation,  if  they have an awareness and  can 
recount details of their past or prior to coming into hospital, and the kind of 
plausibility  of  the  accounts  that  patients  give,  the  stories  that  they  tell, 
information  they  give  about  the  family,  their  health,  their  home 
circumstances, what they’re doing on the ward, their eating and drinking, 
how they’re feeling.  So really I think this kind of breaks down into a couple 
of  factors  ‐    there’s  judgements made  on  the  observable  factors,  so  the 






























































































































































































































































































































I  think  all  three  patient  notes  who  I’ve  reviewed  this  afternoon  are 





















































































































Reflecting  on  interactions  observed  between  patients  and medics  during ward  rounds,  it 
became apparent that medics were trying to gauge awareness in a multi‐dimensional way.  
So again just generally some of the things that sprung to mind whilst I was 
observing  the ward  round…  things  that  seemed  to be  taken  into account 

































































































































































































































































































was  giving  them was  plausible  there was  no  kind  of  looks  to, when  the 
patient was explaining what he does and how he feels, there was kind of no 






















































































































































































































































































lives  and  try  to  make  decisions  based  on  that,  I  think  that’s  very,  very 





































































































































































































































































































































































































































































But  what  was  observed  was  a  different  way  to  how  things  have  been 
described really.  It was very different from what I had expected, I’d expected 
chaos and kind of a disordered environment, untidy but what I observed was 
a  very  clean  and  tidy  house.    It  was  warm,  there  was  a  lot  of  modern 




















































































































































































































































































































practice and  just  reflecting on  some of  the  things  I’ve  seen over  the  last 
























































































































































































































Patient  Capacity judgement Capacity outcome  Destination 
Mr Mills  Borderline  Capacity  Home 
Mr Walker  Capacity  Capacity  Home 
Mrs Carter  Borderline  Lacked capacity  Care home 
Mrs Baker  Borderline  Lacked capacity  Home 
Mrs Friar  Borderline  Capacity  Home 
Mrs Gardiner  Borderline  Capacity  Home 
Mrs MacVicar  Borderline  Capacity  Care home 
Mrs Shearer  Capacity  Capacity  Home 
Mr Collier  Borderline  Lacked capacity  Care home 
Mr Miner  Borderline  Capacity  Home 



























































































































































































































































































































































































































































































































































































































































































































































































































































































































to  be  discussed  in  the  MDT  but  decisions  do  seem  to  be  made  by  the 








































…various  key members  of  staff  pointed  out  three  cases where  there  are 




















































































































































































































































































that his  family couldn’t help him out and  it  just kind of made me wonder 
whether the patient has actually discussed this with his family or whether his 
family shared these concerns with him and have even put it to the patient 
that  they  might  not  be  able  to  support  him.    It  looked  like  it  was  new 
information to the patient but it may not be, his family may have mentioned 



















































































































































































































































































































































































































































































































































































































































































patient  returning home are often discussed but  there never  seems much 
attention to risks of a patient going into residential care and it just prompted 
me to think about what the risks are, who is deemed to be at risk and why? 
Is  it a physical risk they’re thinking about or  is  it mental risks, you know  is 
wellbeing taken into consideration? Is it the risk to the patient themselves or 
a risk to family and it was just something that I don’t think I’ve given much 










































































































































































































































































the patient did not have capacity.   The  registrar asked  if  the patient was 
adamant  that he wouldn’t go  to a  residential home and asked would he 
object  to  residential home.   The  registrar asked what  the  family’s wishes 
were with respect to the discharge.  The registrar suggested that if the family 


































































as  being  unkempt,  sometimes  unclean  but  I  noticed  today  that  in  my 
observations that even in residential care the patient could be described as 
quite unkempt.  His nails were extremely dirty, I don’t know if it was nicotine 





would  be  now more  ‘kempt’,  for want  of  a  better word,  if  he  lived  in  a 
residential setting whereas on observation today  it didn’t really  look to be 
the case.   




































































































































































































































































































































































































































































































































































































































































































































































other  than  for staff erring on  the side caution and not discharging home but  I 






































































































































































































































































































































































































































































































































       
 
INFORMATION ABOUT THE RESEARCH 
 
CARERS - PART 1 
 
Assessment of Capacity and Best Interests in People with Memory 
Problems on Going Home from Hospital 
 
Introduction 
We would like to invite you to take part in a research study.  Before you decide 
to take part it is important that you understand why the research is being done 
and what it would involve for you.  Please take time to read the following 
information carefully.  You can ask the researcher questions and talk it over 
with others if you wish. 
 
Part 1, this part, tells you the purpose of the study and what will happen if you 
take part. 
Part 2 gives you more information about the way the study works. 
 
What is the purpose of the study? 
This study aims to look at the judgments and decisions that are made when 
people with memory problems are discharged from hospital.  These decisions 
are important and can have a significant impact on people’s lives.  The way in 
which these decisions are made is not clear.  We want to improve knowledge 
and understanding of the decision making process and the factors which 
influence the final decisions. 
 
To help us do so, we are gathering the views and opinions of different people 
who are involved when patients with memory problems are discharged from 
hospital.  This includes the person themselves and their carers as well as 
professional people such as nurses, doctors and social workers.  We want to 
find out what carers think and feel about discharge from hospital and the 
choices that are made around this time.  We also want to re-interview patients 
and their carers a few months after discharge from hospital so we can get more 




We hope that this research will lead to improvements in the way that these 
decisions are made.  Using the information we gather we also want to design a 
system that other professionals could use in hospitals to ensure that they make 
the right decisions when people with memory problems are discharged. 
 
Why have I been invited? 
You have been named as the carer of someone who has memory problems and 
is currently in hospital.  Their discharge from hospital is being planned.  A carer 
is someone who the person is close to and offers them support and help in their 
day to day life.  This can be a spouse, family member or friend.  You have 
either been nominated by the person themselves or identified by the team 
looking after your relative or friend whilst they are in hospital. 
 
Do I have to take part? 
It is up to you to decide.  Your decision will not affect the way your relative or 
friend is cared for either in or out of hospital.  If you decide that you would like 
to take part we shall ask you to sign a consent form to show that you have 
agreed.  You can withdraw at any time and do not have to give a reason.  
Withdrawing from the study will not affect the standard of care your friend or 
relative receives. 
 
What will happen if I take part? 
You will be interviewed by the researcher.  The interview will involve a 
discussion of your thoughts and feelings.  This may cover a wide variety of 
topics to do with your relative’s discharge from hospital, the future, your health 
and well being, as well as your role as a carer. 
 
The interview will last somewhere between 30 minutes and an hour, but it can 
be stopped at any time if you wish it to be.  The interview will be taped which 
allows us to have an accurate record.  At the end the researcher will ask you if 
you would like to be interviewed again, around 3 months later.   
 
Will anyone else be involved? 
We will interview your friend or relative as well as a professional involved in 
their care.  Alongside this we will observe any meetings, such as ward rounds, 
during which their discharge is discussed.  A researcher will be present during 
the meeting but would not participate in any way.  This means that their 
presence would not have an effect on what is discussed or decided.   
 
What are the possible disadvantages and risks of taking part? 
Caring for a friend or relative can be stressful especially when they are or have 
been ill.  Some of the topics you discuss with the researcher might be upsetting.  




What are the possible benefits of taking part? 
Taking part in this study may have benefits for you.  You will have a greater 
opportunity to talk about your experiences of being a carer than would 
otherwise be the case.  You will be able to express your opinions, feelings and 
ideas and many people find this beneficial, even if it can be difficult.  In 
addition, this study aims to develop a better way of making decisions about 
discharging people with memory problems from hospital.  This could benefit 








          
 
 
INFORMATION ABOUT THE RESEARCH 
 
PATIENTS (C) - PART 1 
 
Assessment of Capacity and Best Interests in People with Memory 
Problems on Going Home from Hospital 
 
Introduction 
We would like to invite you to take part in a research study.  Before you decide 
to take part it is important that you understand why the research is being done 
and what it would involve for you.  Please take time to read the following 
information carefully.  You can ask the researcher questions and talk it over 
with others if you wish. 
 
Part 1, this part, tells you the purpose of the study and what will happen if you 
take part. 
Part 2 gives you more information about the way the study works. 
 
What is the purpose of the study? 
This study aims to look at the judgments and decisions that are made when 
people with memory problems are discharged from hospital.  These decisions 
are important and can have a significant impact on people’s lives.  The way in 
which these decisions are made is not clear.  We want to know more about the 
decision making process and the factors which influence the final decisions. 
 
To help us do so, we are gathering the views and opinions of different people 
who are involved when patients with memory problems are discharged from 
hospital.  This includes the person themselves and their carers as well as 
professional people such as nurses, doctors and social workers.  We want to 
find out what carers think and feel about discharge from hospital and the 
choices that are made around this time.  We also want to re-interview patients 
and their carers a few months after discharge from hospital so we can get more 
information about the impact of these decisions. 
 
We hope that this research will lead to improvements in the way that these 
decisions are made.  Using the information we gather we also want to design a 
system that other professionals could use in hospitals to ensure that they make 




Why have I been invited? 
Your doctors feel that you have problems with your memory.  You are currently 
in hospital and your discharge from hospital is being planned.  Our research 
project is taking place in this hospital and patients with similar problems are 
being asked if they would like to take part.   
 
Do I have to take part? 
It is up to you to decide.  Your decision will not affect the way you are looked 
after either in or out of hospital.  We shall describe the study and go through 
this information sheet, which you can then keep.  If you want to take part we 
will ask you to sign a consent form to show that you have agreed and which 
aspects of the study you want to be involved in.  You can withdraw at any time 
and do not have to give a reason.  Withdrawing from the study will not affect 
the standard of care you receive. 
 
What will happen to me if I take part? 
If you decide to take part the researcher will arrange to interview you.  The 
interview will involve a discussion of your thoughts and feelings about 
discharge from hospital and the future.   
 
The interview will last somewhere between 30 minutes and an hour, but it can 
be stopped at any time if you wish it to be.  The interview will be taped which 
allows us to have an accurate record.  At the end the researcher will ask you if 
you would like to be interviewed again, around 3 months later.   
 
Will anyone else be involved? 
We also want to get the opinions of other people involved in your care and 
discharge from hospital.   
 
Carer:  A carer is someone who you are close to and offers you support and 
help in your day to day life.  This can be a spouse, family member or friend. 
The researcher would interview them and record the interviews.  They may talk 
about a variety of subjects related to your health, home life and discharge.   
 
Professionals:  The researcher would interview one of the professionals 
involved in your care.  This interview would also be recorded. 
 
Meetings:  We would like to observe any meetings, such as ward rounds, where 
your discharge is discussed.  A researcher would watch the meeting and take 
notes, but would not participate in any way.  This means that their presence 




You can participate in the study whether or not you are willing to allow us to 
speak to your carer /professional or observe meetings.  When you complete the 
consent sheet we will ask you to sign to show which parts of the study you 
agree to. 
 
What are the possible disadvantages and risks of taking part? 
Leaving hospital can be a stressful time.  Some of the topics you discuss with 
the researcher might be upsetting.  You do not have to talk about anything that 
you would rather keep private.   
 
What are the possible benefits of taking part? 
Taking part in this study may have benefits for you.  You will have a greater 
opportunity to talk about your experiences of discharge and hospital than would 
otherwise be the case.  You will be able to express your opinions, feelings and 
ideas and many people find this beneficial, even if it can be difficult.  In 
addition, this study aims to develop a better way of making decisions about 
discharging people with memory problems from hospital.  This could benefit 











                                  
 
INFORMATION ABOUT THE RESEARCH 
 
PART 2 - HOW THE STUDY WORKS 
 
Assessment of Capacity and Best Interests in People with Memory 
Problems on Going Home from Hospital 
 
What if there is a problem? 
It is important that we carry out our research in the best way possible.  We want 
to hear any suggestions or advice you might have for us.  If you are unhappy 
with any aspect of the study or the way you have been treated you have the 
right to make a complaint.  
 
If you have a concern or question about any aspect of this study, you should 




Telephone:  01912227215 
Email:  marie.poole@ncl.ac.uk  
 




If you feel uncomfortable contacting them, are unable to do so or wish to make 
a formal complaint please contact the head of the research project:  
Dr Julian Hughes 
Ash Court 
North Tyneside General Hospital 







In the event that something does go wrong and you are harmed during the 
research and this is due to someone’s negligence then you may have grounds 
for compensation against Northumbria Healthcare NHS Trust.  You may have 
to pay your legal costs.  The normal National Health Service complaints 




If the researchers were to become aware of any inappropriate practice, the 
matter would be reported to Dr Hughes, the head of the research project. Dr 
Hughes would discuss the matter with the most appropriate senior member of 
staff. In other words, if the inappropriate practice involved a nurse, the ward 
sister or hospital matron would be informed; if the inappropriate practice 
involved a junior doctor, the matter would be discussed with the responsible 
consultant. If the inappropriate practice were to involve a senior member of 
staff (e.g. a ward sister or a consultant), as well as discussing the matter directly 
with the professional involved, Dr Hughes would raise the issue with the 
professional’s line manager or chief executive. If the inappropriate practice 
involved an independent nursing or residential home, Dr Hughes would raise 
the matter with the manager of the home and with the appropriate independent 
inspection team. 
 
What will happen to the results of the research study? 
The results of this study may be published in national or international, peer 
reviewed journals.  In this kind of research exactly what you say is particularly 
important but you will not be identified in any report or publication.  
 
Who is organising and funding the research? 
The research is being carried out at Newcastle University.  All of the people 
involved in the research are employed by either Newcastle University or the 
National Health Service.  The research is being funded by the Research for 
Patient Benefit Programme, which is a national Department of Health 
programme.   
 
Who has reviewed the study? 
All research in the NHS is looked at by an independent group of people called a 
Research Ethics Committee.  This ensures that your safety, rights, wellbeing 
and dignity are protected.  This study has been reviewed and approved by the 
Newcastle & North Tyneside 2 Research Ethics Committee. 
 
Will my taking part be kept confidential? 
All the interviews which are carried out by the researcher are tape recorded.  
They are then written down word for word (transcribed).  Once transcribed the 
tapes are destroyed.  Your personal information will remain confidential and 
only available to the research team.  The information provided by the tapes is 
analysed by the research team and forms the basis for the results of the project.  
Some of the results may include your comments during the interviews.  
However, all the information gathered during the interviews is anonymised so 
that you could not be identified from the results.  The anonymous written 
information will be stored on password protected university and National 




Will anyone else be told that I am taking part? 
A letter will be sent to your GP but it will only let them know you are being 
interviewed.  Your GP will not be told what you say to the researcher except if 
the researcher is concerned for your wellbeing. 
 
Can the researcher break confidentiality? 
There are certain extreme circumstances under which the researcher would 
break confidentiality.  This would only take place if they felt your safety or the 
safety of other people was at risk.  They would only reveal the information 
necessary to prevent harm.  Depending on the situation they might inform the 
professionals caring for you or your relative in hospital or your GP.  We feel 
that breaking confidentiality is serious and it would only be done if absolutely 
necessary.  The researcher would tell you why and what action they planned to 
take.  Because this decision is important they would also speak to other 
members of the research team. 
 
Help, Support & Independent Advice 
If you feel you would like to discuss any aspects of the study or the issues you 
have discussed with the researcher, such as dementia or being a carer, there are 
several voluntary organisations who can offer you support and advice.  They 
can also give independent advice about this project. 
 
Alzheimer's Society 




NEWCASTLE UPON TYNE 
NE13 7DS 
 





Alzheimer’s Society Helpline: 0845 300 0336 
Monday to Friday from 8.30am to 6.30pm.  
 
Carers UK 





Telephone: 020 7490 8818  




CarersLine: 0808 808 7777  




Age Concern Newcastle 
upon Tyne  
MEA House, 
Ellison Place, 
NEWCASTLE UPON TYNE 
NE1 8XS 
 
Telephone: 0191 232 6488 
Fax: 0191 235 9925  
Email: enquiries@acnewcastle.org 
Website: www.acnewcastle.org  
Age Concern North Tyneside 




Telephone: 0191 280 8484 




Age Concern Helpline: 0800 00 99 66  





                                         
 
INFORMATION ABOUT BEING A PERSONAL CONSULTEE 
 
Assessment of Capacity and Best Interests in People with Memory 
Problems on Going Home from Hospital 
 
Consent and research 
Under usual circumstances people need to give their consent before they can 
participate in research.  In order to give consent they must be able to understand the 
information about the research and be able to retain this information and weigh it 
before deciding if they want to take part.  They must also be able to communicate their 
decision. 
 
Unfortunately, some people with memory problems cannot give consent.  However, 
their opinions and feelings are still relevant and in some types of research it is 
important that they can be involved.  If this is the case the person can be involved if 
the researchers have the agreement of a personal consultee. 
 
What is a personal consultee? 
A consultee is person who cares for or is interested in the wellbeing of someone who 
cannot consent.  They must also be willing to be asked their opinions about the 
person’s involvement in the project.  Although can they give their opinion and advice 
they cannot give consent for another person. 
 
Do I have to be a personal consultee? 
If you do not want to be involved or feel unable to give your opinion for any reason 
you do not have to.  The researcher will try to identify another person who can fulfil 
the role of consultee.  If you know of someone else who might be willing to be 
consulted it would be helpful if you could give their name.  Sometimes it is not 
possible to identify a personal consultee and in these circumstances we will nominate 
another person who will advise us about whether your friend or relative should be 
involved in the research. 
 
Why have I been asked to be a personal consultee? 
You have been identified as someone who is involved in caring for or is interested in 
the welfare of a person who is eligible to be involved in our research project.  The 
researcher has met the person and feels they cannot give consent.  Nonetheless, the 
person has not objected to being involved. 
 
What do I have to do if I agree to be a personal consultee? 
We will give you the information that a person usually receives if they are being asked 
to participate in our project.  Please take time to read the information carefully.  You 
can ask the researcher questions and talk it over with others if you wish. 
 2 
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We will then ask your advice about whether your friend or relative should be involved 
in the project.  You should think about what the person’s wishes and feelings about 
taking part in the project would be if they could give consent. You should think about 
their past and present wishes and whether you feel they would be content to be 
involved now or whether they would find it too difficult or too upsetting. 
 
Do I have to agree for my friend or relative to take part? 
It is up to you to decide.  If you advise us that the person should not be involved the 
researcher would not include them in the study.  This would not affect the way your 
relative or friend is cared for either in or out of hospital.  If you feel they would have 
agreed to take part we would ask you to sign a form.  This form shows that, had they 
been able to decide for themselves, you feel they would probably have agreed to take 
part.   
 
You can withdraw them from the study at any time and do not have to give a reason.  
In addition, should the person object in any way to being involved they would be 
withdrawn from the study.  Withdrawing from the study would not affect the standard 
of care your friend or relative receives. 
 
What am I agreeing to? 
The project has several parts, as you will see from the information sheet.  We will ask 
you about the different parts of the research separately.  You do not have to agree to all 
of them.  We may also ask you to participate in the research as a carer.  This is a 
different role and the researcher will discuss it separately.  
 
Who has reviewed this study? 
There are national rules and guidance in place which govern the involvement of people 
who cannot give consent.  These rules ensure that the rights of the person are 
protected, their wishes and feelings are respected and that research involving people 
who cannot consent is carried out properly.   
 
Before a research project can involve people who cannot give consent it must show 
that it adheres to these rules.  This project has been reviewed by an independent group 
of people called a Research Ethics Committee.  This ensures that participants’ safety, 
rights, wellbeing and dignity are protected.  This study has been reviewed and 
approved by the Newcastle & North Tyneside 2 Research Ethics Committee.  This 
ethics committee specifically reviews and approves research involving people who 




                                                          
 
 




Assessment of Capacity and Best Interests in People with Memory 
Problems on Going Home from Hospital 
 
This research is about decisions that are made when people with memory 
problems leave hospital 
 
Introduction 
 We would like ask you to take part in a research study.   
 Before you agree to take part it is important that you know about what 
will happen.  
 Please take time to read this information carefully.   
 You can ask the researcher questions and talk it over with other people. 
 
What will the study do? 
 It will find out more about the way people with memory problems are 
looked after.  
 It will find out more about the important decisions that are made around 
the time they leave hospital.   
 To find out more we want to interview patients and the people who care 
for them. 
 This could lead to improvements in the way that the decisions are made. 
 
What will happen during the study? 
 We will talk with you and ask your views and opinions about leaving 
hospital. 
 We would like to talk to someone who cares for you at home.  
 We need your agreement to talk to your carer. 
 A carer is a friend or relative who helps and cares for you at home, but do 
not worry if you cannot think of such a person. 
 We would also like to talk to someone who is caring for you in hospital, 
such as a doctor or nurse.  
 When there are meetings about your discharge we would like to watch 




Why have I been invited? 
 Your doctors feel that you have problems with your memory.   
 You are currently in hospital but might be leaving soon.   
 Other patients with similar problems are being asked too.   
 
Do I have to take part? 
 You do not have to take part.It is up to you to decide.   
 Your decision will not affect the way you are looked after. 
 You can stop at any time and do not have to give a reason.   
 If you decide to stop you will be treated in the same way. 
 
What will happen if I want to take part? 
 If you want to take part we will ask you to sign a form.   
 The form shows that you have given your permission to us to talk to you 
and to your carer.  
 Before the researcher interviews you they must speak to someone else to 
ensure that your taking part is the best thing for you to do. 
 If they are in agreement the researcher will arrange to meet you. 
 The researcher will ask you about your thoughts and feelings about 
leaving hospital.  
 This will take around half an hour.   
 The interview will be tape recorded so we know exactly what was said. 
 At the end the researcher will ask if you would like to be interviewed 
again in around 3 months time.  
 
What are the possible disadvantages and advantages of taking part? 
 You would be able to talk to the researcher about your feelings and 
thoughts. 
 This can sometimes be stressful or upsetting. 
 But people can feel better after talking about the way they feel 
 You do not have to talk about anything that you want to keep private.   
 
Will my taking part be kept confidential? 
 Yes, all personal information would be kept confidential.  
 That means it would only be available to certain members of the research 
team.   
 In the end you will not be named in any of the results or written 
information.  
 The written information will be stored safely for 10 years. 
 Confidentiality will only be broken if there were to be a big worry about 
your health or safety or well being.   
 
Is the research safe and is it being properly done? 
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 The research has been looked at by the National Institute for Health 
Research, who are paying for it. 
 It has also been passed by the appropriate Research Ethics Committee. 
 We can give you more details about this and any other further information 
if you wish. 
 If the researchers saw anything being done that they did not think was 
proper, Dr Hughes (the leader of the research) would talk to those in 
authority to stop this from happening. 
 
What if there is a problem? 
 If you are unhappy with anything that has happened during the study you 
can make a complaint.  
 It might be helpful to speak to a friend or relative as well 
 Please feel free to speak to the researchers who will do their best to 




Telephone:  01912227215 
Email:  marie.poole@ncl.ac.uk  
 




 If you want to make a formal complaint please contact the Chief 
Investigator:  
 
Dr Julian Hughes 
Ash Court 
North Tyneside General Hospital 











Telephone: 0191 217 3810 
 
Alzheimer’s Society Helpline: 0845 300 0336 
Monday to Friday from 8.30am to 6.30pm.  
 
Age Concern Newcastle upon Tyne  
 





Age Concern North Tyneside  
 
Telephone: 0191 280 8484 
 
Age Concern Helpline: 0800 00 99 66  





INFORMATION ABOUT THE RESEARCH 
 
STAFF ON THE WARD 
 




There is currently a research project taking place on this ward.  The research is 
studying what happens when people with dementia are discharged from hospital.  As 
part of the project there is a researcher (Marie Poole) spending time with the clinical 
team during ward rounds and discharge meetings.  Certain patients with dementia and 
their carers will also be interviewed by Mrs Poole or another researcher, Dr Helen 
Greener. 
 
What is the purpose of the study? 
This study aims to look at the judgments and decisions that are made when people 
with dementia are discharged from hospital.  These decisions are important and can 
have a significant impact on people’s lives.  The way in which these decisions are 
made is not clear.  We want to know more about the decision-making process and the 
factors which influence the final decisions. 
 
To help us do so, we are gathering the views and opinions of different people who are 
involved when patients with memory problems are discharged from hospital.  This 
includes the person themselves and their carers as well as professionals caring for 
people with dementia.  We are also observing the decision-making process which 
takes place in clinical meetings. 
 
We hope that this research will lead to improvements in the way that these decisions 
are made.  Using the information we gather we also want to design a system that could 
assist professionals in making decisions when people with dementia are discharged 
from hospital. 
 
What are the researchers doing? 
Meetings 
 The researcher is not present in order to criticise the way the team functions or the 
decisions that are made.  The researcher is present to observe what takes place with 
minimal interference.  She may ask your opinions about whether the patient would 
be eligible for the study; for example, whether or not a patient has a diagnosis of 
dementia or if you feel the patient would be unduly distressed by being 
approached.  The only circumstances in which she would make any suggestions 
would be if she felt there was the risk of a patient being deprived of their liberty 
without the appropriate legal safeguards. 
 If you are discussing a patient who has dementia the researcher might make notes 
about the decisions the team makes.  She will only take information about how the 




 If the researcher feels a patient would be eligible to be interviewed as part of the 
study they may ask you to approach the patient to recruit them to the study.  No 
personal information will be taken during meetings unless the patient agrees not 
only to be involved but also to have the researcher take these kinds of notes.  This 
is not obligatory and the patient or their consultee makes this decision. 
 The researcher will not be involved directly with patients who do not have 
dementia.  She may hear information regarding these patients but will not record 
anything she hears.  She must keep personal information confidential in the same 
way as clinical staff. 
 
Interviews 
 The researcher will interview certain patients with dementia who are being 
discharged from the ward.  Their carers may also be interviewed.  The interviews 
are a discussion of the person’s thoughts and feelings about being discharged and 
will take place on the ward.  The plan is to interview the patients and their carers 
again 3 months later. 
 When a patient is identified their capacity will be assessed and consent taken.  
Patients (or a consultee if the patient lacks capacity) will be asked to give consent 
for the researcher to interview a member of staff involved in their care.  If consent 
is given the researcher may ask to interview you.  These interviews are not 
obligatory.  Full details are available and will be provided if the researcher does 
request an interview with you. 
 
Do I have to take part? 
You do not have to agree to an individual interview and valid informed consent would 
be necessary, as in any kind of research.  However, observation of the team requires 
the full support of all team members.  If you have any concerns about this 
observation going on, please feel free to inform the researcher or the ward 
manager.  Raising concerns or refusing to participate will not affect the terms of your 
employment or your relationship with the Trust in any way. You have a right to do 
this. If, on the other hand, you agree to the observation, you will be asked to sign a 
consent form.  You are free to withdraw your consent at any time without giving a 
reason.  Your employment status and relationship with the Trust would not be 
affected. 
 
What will happen to the information gathered in the meetings and interviews? 
The notes taken by the researcher and the interview data will be analysed by the 
research team.  Any personal information will remain confidential and only available 
to some of the research team.  Some of the results may include comments made by 
staff and patients.  However, all the information gathered is anonymised so that no 
individuals can be identified from the results.  The anonymous written information 
will be stored on password protected university and National Health Service 
computers and stored for 10 years.  Please note that all interviews (but not meetings) 
are tape recorded.  They are then written down word for word (transcribed) and then 
destroyed.   
 
What about confidentiality? 
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The content of the interviews that the researcher conducts with patients, carers and 
staff is confidential, as are the observations made by the researchers during meetings.  
The researcher would only break confidentiality if there were concerned about the 
safety, health or wellbeing of patient, carer or staff member or a staff member’s 
professional conduct.  We feel that breaking confidentiality is serious and we would 
only do so if absolutely necessary.  The researcher would tell you why and what action 
they plan to take.  Because this decision is important they would also speak to other 
members of the research team. 
 
Who can I discuss the project with? 
We want to hear any suggestions or advice you might have.  If you are unhappy with 
any aspect of the study or want to ask any questions please contact the researchers or 






Telephone:  01912227215 









Dr Julian Hughes 
Ash Court 
North Tyneside General Hospital 







Who is organising and funding the research? 
The research is being carried out at Newcastle University.  All of the people involved 
in the research are employed by either Newcastle University or the National Health 
Service.  The research is being funded by the Research for Patient Benefit Programme, 
a national Department of Health programme.   
 
Who has reviewed the study? 
All research in the NHS must be reviewed by a Research Ethics Committee.  This 
ensures that your safety, rights, wellbeing and dignity are protected.  This study has 












Patient identification number: 
AGREEMENT OF NOMINATED CONSULTEE 
 
Assessment of Capacity and Best Interests in People with Memory 
Problems on Going Home from Hospital 




 I am the general practitioner of the person named above.  
 I confirm that I am not related in any way to the research project 
nor am I aware of any other conflict of interest. 
 
 I confirm that I have read and understand the information sheet 
dated            (version          ) for the above study.  I have had the 
opportunity to consider the information, ask questions and have 
had these answered satisfactorily. 
 
 I understand that my agreeing to their participation is voluntary 
and that I am free to withdraw them at any time without giving 
any reason, without the medical care or legal rights of the person 
named above being affected. I understand that withdrawal would 
have no impact on my medical care, legal rights, employment 
status or relationship with the Trust. 
 
 I understand that the information collected during the study may 
be looked at by individuals from Newcastle University, regulatory 
authorities or the NHS Trust where it is relevant to the person 
named above taking part in this research.   
 
 I understand that the interview with the person named above will 
be tape-recorded. 
 
 In my opinion the person named above would have wished to take 
part in the study and I agree to their doing so.  
 
  
 I agree to the researcher interviewing a hospital professional involved in the 
care of the person named above.                                      YES / NO        Initials    
 I agree to the researcher reviewing the hospital medical notes of the above 
named person.                                                                      YES / NO        
Initials 
 I agree to the researcher observing meetings relevant to their discharge.            
YES / NO        Initials            
 
.………………….……… ……………. .………………….. 
               Name of Consultee     Date       Signature 
 
.………………….……… ……………. .………………….. 








Patient identification number: 
 
AGREEMENT OF PERSONAL CONSULTEE 
 
Assessment of Capacity and Best Interests in People with Memory 
Problems on Going Home from Hospital 
 




 I am involved in caring for or am interested in the welfare of the 
person named above. 
 
 I confirm that I am not related in any way to the research project 
nor am I paid for caring for them. 
 
 I confirm that I have read and understand the information sheet 
dated            (version          ) for the above study.  I have had the 
opportunity to consider the information, ask questions and have 
had these answered satisfactorily. 
 
 I understand that my agreeing to their participation is voluntary 
and that I am free to withdraw them at any time without giving 
any reason, without my medical care or legal rights being affected 
nor those of the person named above. 
 
 I understand that the information collected during the study may 
be looked at by individuals from Newcastle University, regulatory 
authorities or the NHS Trust where it is relevant to the person 
named above taking part in this research.   
 
 I understand that the interview with the person named above will 
be tape-recorded. 
 
 In my opinion the person named above would have wished to take 
part in the study and I agree to their doing so.  
 
  
 I agree to the researcher interviewing a hospital professional involved in the 
care of the person named above.                                      YES / NO        Initials    
 I agree to the researcher reviewing the hospital medical notes of the above 
named person.                                                                      YES / NO        
Initials 
 I agree to the researcher observing meetings relevant to their discharge.            
YES / NO        Initials            
 
.………………….……… ……………. .………………….. 
               Name of Consultee     Date       Signature 
 
.………………….……… ……………. .………………….. 








Patient identification number: 
 
CONSENT FORM - CARER 
 
Assessment of Capacity and Best Interests in People with Memory 
Problems on Going Home from Hospital 
 
 




 I confirm that I have read and understand the 
information sheet dated            (version          ) for the 
above study.  I have had the opportunity to consider the 
information, ask questions and have had these answered 
satisfactorily. 
 
 I understand that my participation is voluntary and that I 
am free to withdraw at any time without giving any 
reason, without my medical care or legal rights being 
affected nor those of the person I care for. 
 
 I understand that the information collected during the 
study may be looked at by individuals from Newcastle 
University, regulatory authorities or the NHS Trust 
where it is relevant to my taking part in this research.   
 
 I understand that my interview will be tape-recorded.  
 I agree to take part in the above study.  
 
 
.………………….……… ……………. .………………….. 
            Name of Carer     Date       Signature 
 
.………………….……… ……………. .………………….. 















Patient identification number: 
CONSENT FORM – PATIENT (C) 
 
Assessment of Capacity and Best Interests in People with Memory 
Problems on Going Home from Hospital 
 Please 
initial  
 I confirm that I have read and understand the information 
sheet dated            (version          ) for the above study.  I have 
had the opportunity to consider the information, ask questions 
and have had these answered satisfactorily. 
 
 I understand that my participation is voluntary and that I am 
free to withdraw at any time without giving any reason, 
without my medical care or legal rights being affected. 
 
 I understand that the information collected during the study 
may be looked at by individuals from Newcastle University, 
regulatory authorities or the NHS Trust where it is relevant to 
my taking part in this research.   
 
 I understand that my interview with the researcher will be 
taped. 
 
 I agree to take part in the above study.  
 
 I nominate the following person as my carer and agree to them being 
contacted by the researcher to discuss their views about my discharge 
from hospital. 
Name    …………………………………………………...................... 
Address……………………………………………………………….. 
Contact Telephone Number………………………………………….. 
YES / NO        Initials           .  
 I agree to the researcher interviewing a professional involved in my care 
in hospital. 
YES / NO        Initials           .
 I agree to the researcher reviewing my medical notes.                                
YES / NO         Initials             
 I agree to the researcher observing meetings relevant to my discharge.       
YES / NO        Initials           . 
 
.………………….………  …………….  .………………….. 
Name of Patient              Date        Signature 
………………….………  …………….  .………………….. 








Patient identification number: 
PERMISSION - PATIENT (NC) 
 
Assessment of Capacity and Best Interests in People with Memory 
Problems on Going Home from Hospital 
Name of patient: Please 
initial  
 I have explained the information from the sheet dated            
(version          ) for the above study and given a copy to the 
patient. 
The patient has been given the opportunity to think about and 
ask questions about the project. 
I have answered all of the patient’s questions. 
 
 The patient understands that they do not have to say yes to 
the research.   
The patient understands that they can stop whenever they 
want to.   
The patient understands that they do not have to give a 
reason. 
 
 The patient understands and consents to the interview 
being audio recorded. 
 
 The patient understands and consents to me, (the 
researcher), reviewing their medical notes. 
 
 The patient understands and consents to me, (the 
researcher), attending meetings to do with their care. 
 
 The patient agrees to take part in the above study.  
 
 The person below is the patients carer. 
The patient happy for the researcher to contact them. 
Name    …………………………………………………...................... 
Address……………………………………………………………….. 
Contact Telephone Number………………………………………….. 
 
YES / NO        Initials           .
 
.………………….……… ……………. .………………….. 
        Name of Patient     Date       Signature 
.………………….……… ……………. .………………….. 










Patient identification number: 




Assessment of Capacity and Best Interests in People with Memory 
Problems on Going Home from Hospital 
 
Name of professional: 




 I confirm that I have read and understand the 
information sheet dated            (version          ) for the 
above study.  I have had the opportunity to consider the 
information, ask questions and have had these answered 
satisfactorily. 
 
 I understand that my participation is voluntary and that I 
am free to withdraw at any time without giving any 
reason, without my medical care, legal rights or 
employment status being affected. 
 
 I understand that the information collected during the 
study may be looked at by individuals from Newcastle 
University, regulatory authorities or the NHS Trust 
where it is relevant to my taking part in this research.   
 
 I agree to take part in the above study.   
 I specifically agree to the presence of the researcher at 
ward rounds and clinical meetings. 
 
 
 I would like to receive feedback about the results of the research 
 
YES / NO        Initials  
 
 
.………………….……… ……………. .………………….. 
           Name of Professional     Date       Signature 
 
.………………….……… ……………. .………………….. 









Patient identification number: 
 
CONSENT FORM  
PROFESSIONALS - INDIVIDUAL INTERVIEW 
 
Assessment of Capacity and Best Interests in People with Memory 
Problems on Going Home from Hospital 
 
 




 I confirm that I have read and understand the information 
sheet dated            (version          ) for the above study.  I 
have had the opportunity to consider the information, ask 
questions and have had these answered satisfactorily. 
 
 I understand that my participation is voluntary and that I 
am free to withdraw at any time without giving any 
reason, without my medical care, legal rights or 
employment status being affected.  I understand that 
withdrawing my consent would have no impact on the 
treatment my patient receives. 
 
 I understand that the information collected during the 
study may be looked at by individuals from Newcastle 
University, regulatory authorities or the NHS Trust where 
it is relevant to my taking part in this research.   
 
 I understand that my interview will be tape-recorded.  
 I agree to take part in the above study.  
 
 I would like to receive feedback about the results of the research 
 
YES / NO        Initials  
 
.………………….……… ……………. .………………….. 
          Name of Professional     Date       Signature 
 
.………………….……… ……………. .………………….. 









Interview guide for patients (Initial interview) 
 
1.  Can you tell me a bit about yourself? 
Prompts: home-life (who with, where, what kind of house, since when) 
  Personal history 
  Preferences 
  Personal characteristics (usual/different) 
  Support networks (family/friends) 
  General health 
  Formal support (nursing/meals etc) 
 
 
2.  Can you tell me why you are in hospital at the moment? 
 
 




4.  What do you think will happen when you are ready to leave hospital? 
 
 
5.  What would you like to happen you are ready to leave the hospital? 
 
6.  Who do you think will make the decision about where you go when you leave the 
hospital? 
 (prompt here depending on other responses) 
   
 
7.  Do you think your family/friends support/agree with you decision? 
 
 
8.  Have you had a home visit? 
Prompts: visited home with the OT? 
 
9.  How do you get on with the staff on the ward? 
Prompts:  ask about different members of staff 
 
10.  Is there anything else you would like to tell me about making the decision about 
where you will live on leaving hospital? 
  






Interview Guide – Patient Follow-up Interview (Patients who returned home) 
 
 
1.  How have things been for you since you came home from hospital 
     Prompts:  Health 
  Have you had to go back in to hospital at all? 
  Coping/managing with day to day tasks? 
  Support (formal) – new/increased care package? 
  Support (informal) 
  Social aspects 
 
 
2.  Do you think coming home was the right decision for you?  Why? 
Prompts:  Did you have any concerns/worries about coming home from hospital? 
 
 
3.  Did you talk to anyone about making this decision 
     Prompts: Family/friend/Doctor 
Did anyone suggest going to live somewhere else where you could get 
more help or care? 
 
 
4.  Do your family think you made the right choice? 
….Prompts: 
Did anyone have any concerns/worries about you coming home?  
Why? 
 
5.  Is there anything else you would like to tell me about your coming home after your 
stay in hospital? 
 












1.  How have things been for you since left hospital and moved to (PLACE NAME) 
     Prompts:  Health 
  Have you been back to hospital? 
  Support (formal) – new/increased care package? 
  Support (informal) 
  Social  
 
2.  Do you like it here/are you happy here? Why? 
 
 
3.  Was it your choice to come here (PLACE NAME) 




4.  Do you think this was the right decision for you?  Why? 
 
 
5.  Do your family think you/your family made the right choice? 
 
 
6.  Is there anything else you would like to tell me about your health or living here? 
 








Interview guide for relatives (Initial interview) 
 
 
1.  Firstly, can you tell me a little bit about yourself? 
 
2.  Can you tell me a bit about (patient)? 
Prompts: home-life 
  Personal characteristics (usual/different) 
  Support networks (family friends) 
  General health 
  Formal support (nursing/meals etc) 
 
3) Can you remind me why (patient) is in hospital at the moment? 
 
 
4.  What was life like before (patient) was admitted to hospital? 
 
5.  Have you talked to anyone about what will happen when (patient) is ready to 
leave hospital?/ 
 
6.  Has (patient) talked to anyone about what will happen when they are ready to 
leave hospital? 
 
7.  What do you think will happen when (patient) is ready to be discharged? 
 
8.  What would you like to happen when (patient) is ready to leave the hospital? 
 
9.  Do you think (patient) would want the same? 
 
10.  Who do you think will make the decision about where (patient) is discharged to 
on leaving the hospital? 
Prompts:  Do you think this is right? 
      Who should make the decision? 
 
11.  What are your main concerns about (patient) and their discharge? 
 
12.  Has (patient) had a home visit? 
 
13.  Is there anything else you would like to tell me about (patient)’s discharge from 
hospital? 
 








Interview Guide – Relative Follow up Interviews 
 
 
1.  To start with, could you remind me what happened when (your relative) left 
hospital? 
 
2.  And is (your relative) still AT HOME/PLACE NAME 
 
3.  How have things been for your relative since they were discharged to PLACE 
NAME/HOME 
 Prompts: changes in memory 
     changes in general health 
     Has had increase in services? 
     Coping/day to day 
     Social 
 
4.  How have things been for you since your relative was discharged to PLACE 
NAME/HOME? 
 Prompts: changes in support 
           own health 
           own social situation 
 
5.  In your opinion, who made the decision about where your relative was 
 discharged to? 
 
6.  Do you think your relative had the mental capacity or capabilities to make a  
decision about their discharge from hospital? 
 Prompts: Why/Not? 
 
7.  Do you think this is still the case? Or have there been changes that might affect 
your relatives abilities to make such decisions? 
 
8.  Do you think this was the right decision for you?  Why? 
 
9.  Do you think this was the right decision for you relative?  Why? 
 
10.  Is there anything else you would like to tell me about the decisions made about 
your relatives discharge from hospital? 
 







Interview Guide – Relative Interviews (initial and follow up combined) 
 
 
1.  Firstly could you tell me a bit about yourself? 
 
2.  Can you tell me a bit about your relative? 
Prompts: home-life 
  Personal characteristics (usual/different) 
  Support networks (family friends) 
  General health 
  Formal support (nursing/meals etc) 
 
3.  Can you tell me why your relative was in hospital? 
 
4.  Can you remind me where your relative was discharged to from hospital? 
 
5.  And is (your relative) still AT HOME/PLACE NAME? 
 
6.  In your opinion, how was the decision made about where your relative was 
discharged to? 
 
7. Did you feel involved in deciding where your relative was discharged from 
 hospital to? 
Prompts: Planning meeting 
      Spoke to dr’s/nurses/social worker  
   
8.  Do you feel your relative was involved in deciding where they were discharged to 
from hospital ? 
 
9.  Do you think your relative had the mental capacity or capabilities to make a  
decision about their discharge from hospital? 
 Prompts: Why/Not? 
 
10.  Do you think this is still the case? Or have there been changes that might affect 
your relatives abilities to make such decisions? 
 
11.  How have things been for your relative since they were discharged to PLACE 
NAME/HOME? 
 Prompts: changes in memory 
     changes in general health 
     Has had increase in services? 
     Coping/day to day 
     Social 
 
12.  How have things been for you since your relative was discharged to   PLACE 
NAME/HOME? 
 Prompts: changes in support 
           own health 
           own social situation 
 




14.  Do you think this was the right decision for you relative?  Why? 
 
15.  Is there anything else you would like to tell me about the decisions made about 
your relatives discharge from hospital? 
 






interview guide - key staff members – case specific 
 
 
1.  Can you tell me a bit about the recent discharge of [case] 
Prompts  
 What was the main issue? 
 who was involved? 
 Can you tell me a little bit about the patient? 
 (medical/physical/psychological/historical/family background) 
 How was the situation resolved? 
 
2.  Was this a common type of event or was this an unusual case? 
 
3.  What kind of things do you generally think about when you are assessing 
someone’s capacity to make decisions about their discharge? 
 
4.  Do you tend to think about capacity in relation to something specific, or is it just a 
general view of someone’s capacity? 
 
5.  What do you view as the main problems/issues when making a judgement on 
capacity? 
 
6.  What does ‘best interests’ mean to you (whose)? 
 
7.  Can you think of any other examples when you have had to make a judgement 
about someone’s capacity to make decisions about their discharge? 
 
8.  Can you explain to me what happened in that situation?: 
Prompts: who was involved? 
  Can you tell me a little bit about the patient? 
  (medical/physical/psychological/historical/family background) 
  What was the main issue? 
  How was the situation resolved? 
 
9.  If you had a key piece of advice to help someone assess capacity for decision 
making – what would this be? 
 
 







Interview Guide for staff – Non-case Specific 
 
Interviewee may think generally, or it might help you to draw on some recent 
examples on the ward 
 
1. Firstly could you tell me a bit about your role on the ward? 
 
 
2.   Could you describe how decisions about whether a patient with dementia has the 
capacity to decide where they are discharged to are made made/reached? 
 Who is involved? 
 Other factors which may influence? 
 how involved is the patient? 
 What are the processes 
 
 
3. How involved are you in decisions about whether a patient with dementia has the 
capacity to decide where they are discharged to? 
 
   a)  Could you describe how you would make a decision as to whether a patient with  
dementia had capacity to decide where they would like to be discharged to? 
 
b)  who do you think makes the decision 
 
c) how often do decisions like this occur 
 
 
4.  What do you view as the main problems/issues when making a judgement on 
capacity? 
 
5.  If a patient is deemed not to have capacity to make a decision, and a best interest 
decision is made, could you tell me a bit about best interest decisions 
 What does it mean to you? 
 Who is involved? 
 Disagreement/conflict – who between, how is this managed? 
 
6.  Can you think of anything that would help to make judgements about capacity of 
patients with dementia in relation to their discharge from hospital? 
 
7.  Finally, is there anything you would like to tell me about assessment of capacity or 
best interest decisions, or the Mental Capacity Act? 
 
 






Nursing/Support staff Interview Guide – Non-case specific 
 
Interviewee may think generally, or it might help you to draw on some recent 
examples on the ward 
 
 
1. Firstly could you tell me a bit about your role on the ward? 
 
(Remind re aim of interview) 
 
Basically about whether patients with dementia have the ability to decide if they can 
return home on discharge from hospital) 
 
2.   How are you involved with patients with dementia/memory problems on the 
ward? 
 
3.  Do you think all patients with dementia have the ability to decide if they can return 
home? 
 (Ability to make other decisions) 
 
4.  How do you think decisions are made about whether a patient with dementia has    
the capacity to decide where they are discharged from hospital to? 
 Who is involved? 
 Other factors which may influence? 
 how involved is the patient? 
 What are the processes 
 
5. How involved do you feel you are in the process of how these decisions are 
made?  
 
   a)  Does anyone ask your opinion? 
 
   b)  Do you discuss patients capacity with colleagues? 
 
c)  Do you write in the patients notes? 
 
d) Are you involved in any cognitive assessments eg MMSE? 
 - General thoughts on MMSE 
 
6.  In your opinion, who do you think makes the decision as to whether a patient has 
capacity to decide on their discharge from hospital? 
  
 




8. If a patient is deemed not to have capacity to make a decision, and a best interest   
decision is made, could you tell me a bit about best interest decisions 
 What does it mean to you? 
 Who is involved? 




9.  Can you think of anything that would help to make judgements about capacity of 
patients with dementia in relation to their discharge from hosptial 
 
10. Finally, is there anything you would like to tell me about assessment of capacity 
or best interest decisions, or the Mental Capacity Act? 
 




































Adams, T. and Gardiner, P. (2005) 'Communication and interaction within dementia care 
triads: developing a theory for relationship-centred care', Dementia, 4(2), pp. 185-205. 
Adults with Incapacity (Scotland) Act 2000. Available at: 
https://www.legislation.gov.uk/asp/2000/4/pdfs/asp_20000004_en.pdf (Accessed 23.03.2018)  
Aggarwal, N., Vass, A.A., Minardi, H.A., Ward, R., Garfield, C. and Cybyk, B. (2003) 
'People with dementia and their relatives: personal experiences of Alzheimer's and of the 
provision of care', Journal of psychiatric and mental health nursing, 10(2), pp. 187-197. 
Alexander, J.C. (2006) The Meanings of Social Life: A Cultural Sociology. New York: 
Oxford University Press. 
Allen, D. (2009) 'From boundary concept to boundary object: The practice and politics of care 
pathway development', Social Science and Medicine, 69, pp. 354-361. 
Allen, D. (2014a) The invisible work of nurses: Hospitals, organisation and healthcare. 
Routledge. 
Allen, D. (2014b) 'Lost in translation?‘Evidence’and the articulation of institutional logics in 
integrated care pathways: from positive to negative boundary object?', Sociology of health & 
illness, 36(6), pp. 807-822. 
Alzheimer's Research UK (2015) Research Projects, Alzheimer's Research UK. Available at: 
http://www.alzheimersresearchuk.org/our-research/research-projects/ (Accessed: 22.05.2015). 
Alzheimer's Research UK (2016) 'http://www.alzheimersresearchuk.org/wp-
content/uploads/2016/04/ALZ039-Treatments-for-Dementia-_TRE-0416-0418_WEB.pdf', 
Treatments for Dementia (Accessed: 10.05.2016). 
Alzheimer’s Society (2013) The dementia guide: Treatments. Available at: 
https://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=2231 
(Accessed: 10.05.2016). 
Alzheimer’s Society (2014) 'Factsheet: Assessment and diagnosis'. Alzheimer’s Society. 
Alzheimer’s Society (2015a) Care for today and cure for tomorrow: Annual Research Review 
2015. Alzheimer’s Society. 





Alzheimer’s Society (2016) Dementia diagnosis rates. Available at: 
https://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=2165 
(Accessed: 13/05/2016). 
Alzheimer’s Society (2017) Dementia Friends. Available at: 
https://www.dementiafriends.org.uk (Accessed: 08.10.2017). 
Alzheimer’s Society website (2015) About Dementia. Available at: 
http://www.alzheimers.org.uk/site/scripts/documents.php?categoryID=200120 (Accessed: 
13/05/2015). 
Atkinson, P., Coffey, A., Delamont, S., Lofland, J. and Lofland, L. (2001) Handbook of 
ethnography. Sage. 
Bach, M. and Kerzner, L. (2010) A new paradigm for protecting autonomy and the right to 
legal capacity. Canada: Law Commision of Ontario. 
Baldwin, C. and Bradford Dementia Group (2008) 'Narrative (,) citizenship and dementia: 
The personal and the political', Journal of Aging Studies, 22(3), pp. 222-228. 
Ballenger, J.F. (2006) Self, senility, and Alzheimer's disease in modern America: A history. 
JHU Press. 
Ballinger, C. and Payne, S. (2002) 'The construction of the risk of falling among and by older 
people', Ageing and Society, 22, pp. 305-324. 
Barbas, N.R. and Wilde, E.A. (2001) 'Competency issues in dementia: medical decision 
making, driving, and independent living', Journal of Geriatric Psychiatry and Neurology, 14, 
pp. 199-212. 
Barbour, R.S. (2001) 'Checklists for improving rigour in qualitative research: a case of the tail 
wagging the dog?', BMJ: British Medical Journal, 322(7294), p. 1115. 
Barrett, A. and Burns, A. (2014) 'Dementia revealed What primary care needs to know' 
Version 2. Royal College of General Practitioners. 
Bartlett, H. and Martin, W. (2002) 'Ethical issues in dementia care research', in Wilkinson, H. 
(ed.) The perspectives of people with dementia: Research methods and motivations. Jessica 
Kingsley Publishers, pp. 47-61. 
Bartlett, P. (2008) Blackstone's guide to the Mental Capacity Act 2005. Second edn. Oxford 
University Press. 
Bartlett, P. (2012) 'The United Nations Convention on the Rights of Persons with Disabilities 
and mental health law', The Modern Law Review, 75(5), pp. 752-778. 
Bartlett, R. (2014) 'Citizenship in action: the lived experiences of citizens with dementia who 
campaign for social change', Disability & Society, 29(8), pp. 1291-1304. 
 3 
 
Bartlett, R. and O'Connor, D. (2007) 'From personhood to citizenship: Broadening the lens for 
dementia practice and research', Journal of Aging Studies, 21(2), pp. 107-118. 
Bartlett, R. and O'Connor, D. (2010) Broadening the dementia debate: Towards social 
citizenship. Policy Press. 
Beard, R.L. (2008) 'Trust and memory: Organizational strategies, institutional conditions and 
trust negotiations in specialty clinics for Alzheimer's Disease', Culture, Medicine and 
Psychiatry, 32, pp. 11-30. 
Beattie, A., Daker‐White, G., Gilliard, J. and Means, R. (2004) '‘How can they tell?’A 
qualitative study of the views of younger people about their dementia and dementia care 
services', Health & social care in the community, 12(4), pp. 359-368. 
Beauchamp, T.L. and Childress, J.F. (2001) Principles of biomedical ethics. Oxford 
university press. 
Bebbington, A., Darton, R. and Netten, A. (2001) Care homes for older people: Volume 2 
admissions, needs and outcomes. The 1995/96 National Longitudinal Survey of Publicly-
Funded Admissions. Personal Social Services Research Unit, University of Kent. 
Becker, H.S. (1963) Outsiders: Studies in the sociology of deviance. Simon and Schuster. 
Becker, H.S., Geer, B., Hughes, E.C. and Strauss, A.L. (1961) Boys in white: student culture 
in medical school. Chicago: University of Chicago. 
Behuniak, S.M. (2010) 'Toward a political model of dementia: Power as compassionate care', 
Journal of Aging Studies, 24(4), pp. 231-240. 
Berrios, G. (2010) 'Dementia: historical overview', in  Dementia Fourth edn. Edward Arnold 
(Publishers Ltd). 
Birt, L., Poland, F., Csipke, E. and Charlesworth, G. (2017) 'Shifting dementia discourses 
from deficit to active citizenship', Sociology of Health & Illness, 39(2), pp. 199-211. 
BMA Medical Ethics Department (2013) Everyday Medical Ethics and Law. Wiley. Available 
at: http://NCL.eblib.com/patron/FullRecord.aspx?p=1158412. 
Bogg, D. (2015) 'Mental Capacity Act 2005 in Practice'. Available at: 
http://mentalcapacityresources.co.uk/uploads/3/4/7/8/34787700/pt1_mental_capacity_act_in_
practice_accessible.pdf (Accessed 03.05.2016) 
Bond, J. (1992) 'The medicalization of dementia', Journal of Aging Studies, 6, pp. 397-403. 
Bond, J. and Bond, S. (1994) Sociology and health care: an introduction for nurses and other 
health care professionals. Second edn. Elsevier Health Sciences. 
Bond, J., Corner, L., Lilley, A. and Ellwood, C. (2002) 'Medicalisation of insight and 
caregivers' response to risk in dementia', Dementia, 1(3), pp. 313-328. 
 4 
 
Bonner, A. and Tolhurst, G. (2002) 'Insider-outsider perspectives of participant observation', 
Nurse researcher, 9(4), pp. 7-19. 
Bowling, A. (2014) Research methods in health: investigating health and health services. 
McGraw-Hill Education (UK). 
Boyle, G. (2008) 'The Mental Capacity Act 2005: promoting the citizenship of people with 
dementia?', Health and Social Care in the Community, 16(5), pp. 529-537. 
Boyle, G. (2010) 'Social policy for people with dementia in England: promoting human 
rights?', Health & social care in the community, 18(5), pp. 511-519. 
Boyle, G. (2011) 'Early implementation of the Mental Capacity Act 2005 in health and social 
care', Critical Social Policy, p. 0261018311398781. 
Boyle, G. (2014) 'Recognising the agency of people with dementia', Disability & Society, 
29(7), pp. 1130-1144. 
Brindle, N. and Holmes, J. (2005) 'Capacity and coercion: dilemmas in the discharge of older 
people with dementia from general hospital settings', Age and Ageing, 34, pp. 16-20. 
British Medical Association (2016) GP contract named GP. Available at: 
https://www.bma.org.uk/advice/employment/contracts/general-practice-funding/gp-contract-
2015-2016-england/gp-contract-named-gp (Accessed: 11.08.2017). 
Bryman, A. (2012) Social research methods. Oxford university press. 
Burch, M., Jütten, T., Martin, W. and Michalowski, S. (2014) Achieving CRPD compliance: 
Is the Mental Capacity Act of England and Wales compatible with the UN convention on the 
rights of persons with disabilities? If not, what next? University of Essex. 
Burcher, P. (2014) 'The Patient-Doctor Relationship-Where Are We Now', University of 
Toledo Law Review, 46, p. 583. 
Burns, A., Wilkinson, A. and Peachey, S. (2014) Best Practice In Memory Services: Learning 
From Across England.NHS England. [Online]. Available at: https://www.england.nhs.uk/wp-
content/uploads/2014/12/memory-clinics-final.pdf (Accessed: 22.04.2016). 
Burr, V. (2015) Social constructionism. Routledge. 
Bury, M. (1982) 'Chronic illness as biographical disruption', Sociology of Health and Illness, 
4(2), pp. 167-182. 
Cardiff University (2014) Where can I find out more about the history of the Mental Capacity 
Act 2005 and the Court of Protection. Available at: 
http://sites.cardiff.ac.uk/wccop/resources/8-where-can-i-find-out-more-about-the-history-of-
the-mental-capacity-act-2005-and-the-court-of-protection/ (Accessed: 23.06.2016). 
Carrese, J.A. (2006) 'Refusal of care: patients' well-being and physicians' ethical obligations', 
Journal of the American Medical Assocation, 296(6), pp. 691-695. 
 5 
 
CC v. KK and STCC (2012) 2012 2136. 
Charmaz, K.C. (2006) Constructing grounded theory: A practical guide through qualitative 
analysis. London: Sage Publications Ltd. 
Chartres, D. and Brayley, J. (2010) Office of the Public Advocate South Australia: Submission 
to the Productivity Commission Inquiry into Disability Care and Support. 
Chenoweth, L., Kable, A. and Pond, D. (2015) 'Research in hospital discharge procedures 
addresses gaps in care continuity in the community, but leaves gaping holes for people with 
dementia: A review of the literature', Australasian journal on ageing, 34(1), pp. 9-14. 
Clarke, C.L., Keady, J., Wilkinson, H., Gibb, C.E., Luce, A., Cook, A. and Williams, L. 
(2010) 'Dementia and risk: contested territories of everyday life', Journal of Nursing and 
Healthcare of Chronic Illness, 2(2), pp. 102-112. 
Clarke, C.L., Wilcockson, J., Gibb, C.E., Keady, J., Wilkinson, H. and Luce, A. (2011) 
'Reframing risk management in dementia care through collaborative learning', Health & 
social care in the community, 19(1), pp. 23-32. 
Coombs, M. and Ersser, S.J. (2004) 'Medical hegemony in decision‐making–a barrier to 
interdisciplinary working in intensive care?', Journal of advanced nursing, 46(3), pp. 245-
252. 
Cooney, L.M., Jr., Kennedy, G.J., Hawkins, K.A. and Hurme, S.B. (2004) 'Who can stay at 
home?', Archives of Internal Medicine, 164, pp. 357-360. 
Corbin, J. and Strauss, A. (2014) Basics of qualitative research: Techniques and procedures 
for developing grounded theory. Sage publications. 
Crane, D. (1994) 'introduction: the challenge of sociology of culture to sociology as a 
discipline in the sociology of Culture ', in Crane, D. (ed.) The Sociology of Culture. Oxford: 
Blackwell. 
Cullen, B., Fahy, S., Cunningham, C.J., Coen, R.F., Bruce, I., Greene, E., Coakley, D., Walsh, 
J.B. and Lawlor, B.A. (2005) 'Screening for dementia in an Irish community sample using 
MMSE: a comparison of norm‐adjusted versus fixed cut‐points', International journal of 
geriatric psychiatry, 20(4), pp. 371-376. 
Dannefer, D. and Settersten, R.A. (2010) 'The study of the life course: Implications for social 
gerontology', The SAGE handbook of social gerontology, pp. 3-19. 
Darzins, P. (2010) 'Can this patient go home?  Assessment of decision-making capacity', 
Australian Occupational Therapy Journal, 57, pp. 65-67. 




Davis, I.D. and Zajac, J.D. (2005) 'Can’t cope with ‘acopia’', Internal medicine journal, 35(9), 
pp. 574-574. 
Department for Constitutional Affairs (2007) Mental Capacity Act 2005: Code of Practice. 
London: The Stationery Office. 
Department of Health (2009) Living well with dementia: A national dementia strategy. 
Department of Health. 





Department of Health (2010b) Quality outcomes for people with dementia: building on the 
work of the National Dementia Strategy. Leeds. [Online]. Available at: 
www://dh.gov.uk/publications. 
Department of Health (2012) 'Prime Minister's challenge on dementia: delivering major 
improvements in dementia care and research by 2015'. Department of Health London. 
Department of Health (2015a) Department of Health Guidance: Response to the Supreme 




Department of Health (2015b) 'Prime Minister’s Challenge on Dementia 2020'. Department of 
Health London, UK. 
Devi, N., Bickenbach, J. and Stucki, G. (2011) 'Moving towards substituted or supported 
decision-making? Article 12 of the Convention on the Rights of Persons with Disabilities', 
ALTER-European Journal of Disability Research/Revue Européenne de Recherche sur le 
Handicap, 5(4), pp. 249-264. 
Dewing, J. (2002) 'From Ritual to Relationship A person-centred approach to consent in 
qualitative research with older people who have a dementia', Dementia, 1(2), pp. 157-171. 
Dey, I. (2003) Qualitative data analysis: A user friendly guide for social scientists. 
Routledge. 
Dey, I. (2004) 'Grounded theory', in Seale, C.G., Giampietro. Gubrium, JF. Silverman, D. 
(ed.) Qualitative research practice. Sage, pp. 80-93. 
DH Scientific Development and Bioethics Division (2008) Guidance on nominating a 
consultee for research involving adults who lack capacity to consent: Issued by the Secretary 
 7 
 
of State and the Welsh Ministers in accordance with section 32(3) of the Mental Capacity Act 
2005.Department of Health. 
Dill, A.E.P. (1995) 'The ethics of discharge planning for older adults: Ethnograpic analysis', 
Social Science and Medicine, 41(9), pp. 1289-1299. 
Dixon-Woods, M. and Angell, E.L. (2009) 'Research involving adults who lack capacity: how 
have research ethics committees interpreted the requirements?', Journal of medical ethics, 
35(6), pp. 377-381. 
Downs, M. (1997) 'The emergence of the person in dementia research', Ageing and Society, 
17(05), pp. 597-607. 
Downs, M. (2013a) 'Embodiment: The implications for living well with dementia', Dementia, 
12(3), pp. 368-374. 
Downs, M. (2013b) 'Putting people-and compassion-first: the United Kingdom's approach to 
person-centered care for individuals with dementia', Generations, 37(3), pp. 53-59. 
Downs, M., Ariss, S.M.B., Grant, E., Keady, J., Turner, S., Bryans, M., Wilcock, J., Levin, 
E., O'Carroll, R. and Iliffe, S. (2006) 'Family carers' accounts of general practice contacts for 
their relatives with early signs of dementia', Dementia, 5(3), pp. 353-373. 
Downs, M., Clibbens, R., Rae, C., Cook, A. and Woods, R. (2002) 'What do general 
practitioners tell people with dementia and their families about the condition? A survey of 
experiences in Scotland', Dementia, 1(1), pp. 47-58. 
Downs, M. and Collins, L. (2015) 'Person-centred communication in dementia care', Nursing 
Standard, 30(11), pp. 37-41. 
Dröes, R.-M., Boelens-Van Der Knoop, E.C.C., Bos, J., Meihuizen, L., Ettema, T.P., 
Gerritsen, D.L., Hoogeveen, F., De Lange, J. and SchöLzel-Dorenbos, C.J.M. (2006) 'Quality 
of life in dementia in perspective: An explorative study of variations in opinions among 
people with dementia and their professional caregivers, and in literature', Dementia, 5(4), pp. 
533-558. 
Dunn, M. and Foster, C. (2010) 'Autonomy and welfare as amici curiae', Medical Law 
Review, 18(1), pp. 86-95. 
Durocher, E. and Gibson, B.E. (2010) 'Navigating ethical discharge planning: A case study in 
older adult rehabilitation', Australian Occupational Therapy Journal, 57, pp. 2-7. 
Edvardsson, D. and Nordvall, K. (2008) 'Lost in the present but confident of the past: 
experiences of being in a psycho‐geriatric unit as narrated by persons with dementia', Journal 
of clinical nursing, 17(4), pp. 491-498. 
 8 
 
Eggenberger, E., Heimerl, K. and Bennett, M.I. (2013) 'Communication skills training in 
dementia care: a systematic review of effectiveness, training content, and didactic methods in 
different care settings', International Psychogeriatrics, 25(3), pp. 345-358. 
Ellingson, L.L. (2005) Communicating in the Clinic: Negotiating frontstage and backstage 
teamwork. Cresskill, NJ: Hampton Press Inc. 
Emanuel, E.J. and Emanuel, L.L. (1992) 'Four models of the physician-patient relationship', 
Jama, 267(16), pp. 2221-2226. 
Emmett, C. and Poole, M. (2012) 'Assessing the capacity of dementia patients to make 
decisions about where to live on discharge from hospital: comparing practice with legal 
standards', Socio-legal Studies Association Conference. Leicester. 
Emmett, C. and Poole, M. (2013) 'Making Best Interest Decisions For Dementia Patients on 
Discharge from General Hospital:  
Do family and friends fulfill an effective safeguarding function under English law? ', 33rd 
International Congress of Law and Mental Health Conference. Amsterdam. 
Emmett, C., Poole, M., Bond, J. and Hughes, J.C. (2013a) 'Homeward bound or bound for a 
home? Assessing the capacity of dementia patients to make decisions about hospital 
discharge: Comparing practice with legal standards', International journal of law and 
psychiatry, 36(1), pp. 73-82. 
Emmett, C., Poole, M., Bond, J. and Hughes, J.C. (2013b) 'Residence capacity: complexity 
and confusion', Elder Law Journal, 3(2), pp. 107-218. 
Emmett, C., Poole, M., Bond, J. and Hughes, J.C. (2014) 'A Relative Safeguard? The 
Informal Roles that Families and Carers Play when Patients with Dementia are Discharged 
from Hospital into Care in England and Wales', International Journal of Law, Policy and the 
Family, 28(3), pp. 302-320. 
Escobar, J.I., Burnam, A., Karno, M., Forsythe, A., Landsverk, J. and Golding, J.M. (1986) 
'Use of the Mini-Mental State Examination (MMSE) in a community population of mixed 
ethnicity: Cultural and linguistic artifacts', The Journal of nervous and mental disease, 
174(10), pp. 607-614. 
F v. West Berkshire Health Authority (1989) 1989 545. 
Fick, D. and Foreman, M. (2000) 'Consequenses of not recognising delirium superimposed on 
Dementia in hospitalized elderly individuals', Journal of Gerontological Nursing, 26(1), pp. 
30 - 40. 
Finkler, K., Hunter, C. and Iedema, R. (2008) 'What is going on? Ethnography in hospital 
spaces', Journal of Contemporary Ethnography, 37(2), pp. 246-250. 
 9 
 
Folstein, M.F., Folstein, S.E. and McHugh, P.R. (1975) 'Mini-mental state: a practical method 
for grading the cognitive state of patients for the clinician', Journal of Psychiatric Research, 
12, pp. 189-198. 
Fortinsky, R.H. (2001) 'Health care triads and dementia care: integrative framework and 
future directions', Aging & mental health, 5(sup1), pp. 35-48. 
Fox, N.J. (1992) The social meaning of surgery. Open University Press. 
Fox, N.J. (1993) 'Discourse, organisation and the surgical ward round', Sociology of Health & 
Illness, 15(1), pp. 16-20. 
Frank, J. (2005) 'Semiotic use of the word ‘home’among people with Alzheimer’s disease: A 
plea for selfhood', Home and identity in late life: International perspectives, pp. 171-197. 
Freidson, E. (1975) Profession of medicine.  A study of the sociology of applied knowledge. 
New York: Dodd, Mead & Co. 
Fulford, K.W.M. (2004) 'Facts/Values. Ten principles of values-based medicine', in Radden, 
J. (ed.) The philosophy of psychiatry: a companion. Oxford: Oxford University Press, pp. 
205-234. 
Fullbrook, S. (2007) 'Best interest. A review of the legal principles involved: Part 2 (a)', 
British Journal of Nursing, 16(11), pp. 682-683. 
Gabe, J. and Monaghan, L. (2013) Key concepts in medical sociology. Sage. 
Gair, G. and Hartery, T. (2001) 'Medical dominance in multidisciplinary teamwork: a case 
study of discharge decision-making in a geriatric assessment unit', Journal of Nursing 
Management, 9, pp. 3-11. 
General Medical Council (2012) Leadership and Management for all Doctors. Manchester: 
General Medical Council. 
General Medical Council (2014) Guidance for doctors acting as responsible consultants or 
clinicians. Manchester: General Medical Council. 
George, D. and Whitehouse, P. (2010) 'Dementia and mild cognitive impairment in social and 
cultural context', The Sage handbook of social gerontology, pp. 343-355. 
Glasby, J., Littlechild, R., Le Mesurier, N., Thwaites, R., Oliver, D., Jones, S. and Wilkinson, 
I. (2016) Who knows best? Older people’s contribution to understanding and preventing 
avoidable hospital admissions University of Birmingham. [Online]. Available at: 
http://www.birmingham.ac.uk/Documents/college-social-sciences/social-
policy/HSMC/publications/2016/who-knows-best.pdf (Accessed: 03.10.2017). 
Glaser, B.G. and Strauss, A.L. (1967) The discovery of grounded theory: strategies for 
qualitative research. New York: Aldine. 
 10 
 
Global Action Against Dementia (2014) 'G8 Dementia Summit Declaration. 2013'. 
Department of Health. 
Goffman, E. (1961) Asylums: essays on the social situation of mental patients and other 
inmates. New York: Anchor Books. 
Goffman, E. (1968) Stigma: Notes on the Management of Spoiled Identity. Harmondsworth: 
Penguin Books. 
Goffman, E. (1971) The Presentation of Self in Everyday Life. Harmondsworth: Penguin 
Books. 
Gold, R.L. (1958) 'Roles in sociological field observations', Social forces, pp. 217-223. 
Golding, E. (1989) Middlesex Elderly Assessment of Mental State (MEAMS). Available at: 
http://www.pearsonclinical.co.uk/Psychology/AdultCognitionNeuropsychologyandLanguage/
AdultGeneralAbilities/MiddlesexElderlyAssessmentofMentalState(MEAMS)/MiddlesexElder
lyAssessmentofMentalState(MEAMS).aspx (Accessed: 02.04.2016). 
Gooding, P. (2013) 'Supported decision-making: A rights-based disability concept and its 
implications for mental health law', Psychiatry, Psychology and Law, 20(3), pp. 431-451. 
Gov.UK (2016) Apply for a needs assessment by social services Available at: 
https://www.gov.uk/apply-needs-assessment-social-services. 
Gov.UK (n.d.) Make, register or end a lasting power of attorney. Available at: 
Https://www.gov.uk/power-of-attorney (Accessed: 16.11.2017). 
Graham, R. (2004) 'Cognitive citizenship: access to hip surgery for people with dementia', 
Health:, 8(3), pp. 295-310. 
Greener, H., Poole, M., Emmett, C., Bond, J., Louw, S.J. and Hughes, J.C. (2012) 'Value 
judgements and conceptual tensions: decision-making in relation to hospital discharge for 
people with dementia', Clinical Ethics, 7(4), pp. 166-174. 
Gubrium, J.F. (1986) Oldtimers and Alzheimer's:  The descriptive organization of senility. 
London: Jai Press Inc. 
Gubrium, J.F. and Holstein, J.A. (2008) 'Narrative ethnography', in Sharlene Nagy Hesse-
Biber, P.L. (ed.) Handbook of emergent methods. The Guildford Press, pp. 241-264. 
Hagger, L.E. and Woods, S. (2005) 'Law and ethics support for health professionals: an 
alternative model', Journal of medical ethics, 31(2), pp. 111-111. 
Hall, M.I. (2009) 'Capacity, vulnerability, risk and consent: Personhood in the law', in 
O'Connor, D. and Purves, B. (eds.) Decision Making, Personhood and Dementia: Examining 
the Interface. Jessica Kingsley Press. 
Hammersley, M. (1992) What's wrong with ethnography? Methodoligical explorations. 
London and New York: Routledge. 
 11 
 
Hammersley, M. and Atkinson, P. (1995) Ethnography: Principles in practice 2nd edn. 
London and New York: Routledge. 
Harding, N. and Palfrey, C. (1997) The social construction of dementia. Confused 
Professionals? London and Philadelphia: Jessica Kingsley Publishers. 
Harwood, R.H. (2012) 'Dementia for hospital physicians', Clinical medicine, 12(1), pp. 35-39. 
Hellström, I., Nolan, M., Nordenfelt, L. and Lundh, U. (2007) 'Ethical and methodological 
issues in interviewing persons with dementia', Nursing Ethics, 14(5), pp. 608-619. 
Herissone-Kelly, P. (2010) 'Capacity and consent in England and Wales: The Mental Capacity 
Act under scrutiny', Cambridge Quarterly of Healthcare Ethics, 19, pp. 344-352. 
Herring, J. (2008) 'Entering the fog: on the borderlines of mental capacity', Indiana Law 
Journal, 83, pp. 1619-1649. 
Herring, J. (2009) 'Losing it? Losing what? The law and dementia', Child and Family Law 
Quarterly, 21(1), pp. 1-26. 
Higgs, P. and Gilleard, C. (2017) 'Ageing, dementia and the social mind: past, present and 
future perspectives', Sociology of Health & Illness, 39(2), pp. 175-181. 
Higgs, P. and Jones, I.R. (2009) Medical sociology and old age: Towards a sociology of 
health in later life. Routledge. 
Hill, A.P. and Freeman, G.K. (2011) Promoting continuity of care in general practice. 
London: Royal College of General Practitioners. 
Hillman, A. and Latimer, J. (2017) 'Cultural representations of dementia', PLoS Medicine, p. 
4. 




Hodkinson, H.M. (1972) 'Evaluation of a mental test score for assessment of mental 
impairment in the elderly', Age and ageing, 1(4), pp. 233-238. 
Hohl, U., Grundman, M., Salmon, D.P., Thomas, R.G. and Thal, L.J. (1999) 'Mini-Mental 
State Examination and Mattis Dementia rating Scale performance differs in Hispanic and non-
Hispanic Alzheimer's disease patients', Journal of the International Neuropsychological 
Society, 5(4), pp. 301-307. 
Holm, S. (2001) 'Autonomy, authenticity, or best interest: everyday decision-making and 
persons with dementia', Medicine, Health Care and Philosophy, 4, pp. 153-159. 
Holmes, J. (2010) 'Managing medical co-morbidities and general hospital admission for 
people with dementia', Dementia, p. 166. 
 12 
 
Hope, T., Slowther, A. and Eccles, J. (2011) 'Best interests, dementia and the Mental Capacity 
Act (2005)', Journal of Medical Ethics, 35, pp. 733-738. 
House of Lords Select Committee on the Mental Capacity Act 2005 (2014) Mental Capacity 
Act 2005: Post-Legislative Scrutiny.The Stationery Office. [Online]. Available at: 
http://www.publications.parliament.uk/pa/ld201314/ldselect/ldmentalcap/139/13902.htm 
(Accessed: 26/05/2015). 
Hubbard, G., Downs, M.G. and Tester, S. (2003) 'Including older people with dementia in 
research: challenges and strategies', Aging & Mental Health, 7(5), pp. 351-362. 
Huby, G., Stewart, J., Tierney, A. and Rogers, W. (2004) 'Planning older people's discharge 
from acute hospital care: linking risk management and patient participation in decision-
making', Health, risk & society, 6(2), pp. 115-132. 
Hughes, J., Bond, J., Greener, H., Louw, S., Poole, M., Robinson, L. and Emmett, C. (2013a) 
Mental Capacity Act 2005 Select Committee Oral and written evidence–Volume 1 (A–K). 
House of Lords. [Online]. Available at: 
http://webarchive.parliament.uk/20140325173306/http://www.parliament.uk/documents/Ment
al-Capacity-Act-2005/mental-capacity-act-2005-vol1.pdf (Accessed: 07.12.2016). 
Hughes, J.C. (2011a) Alzheimer's and other dementias: The Facts. Oxford: Oxford University 
Press  
Hughes, J.C. (2011b) Thinking through dementia. Oxford University Press. 
Hughes, J.C. and Baldwin, C. (2006) Ethical issues in dementia care: making difficult 
decisions. Jessica Kingsley Publishers. 
Hughes, J.C., Louw, S.J. and Sabat, S.R. (2006) Dementia: mind, meaning, and the person. 
Oxford University Press New York. 
Hughes, J.C., Newby, J., Louw, S.J., Campbell, G. and Hutton, J.L. (2009) 'Ethical issues and 
tagging in dementia: a survey'. 
Hughes, J.C., Poole, M. and Louw, S.J. (2013b) 'Nudging the older person into care: an end to 
the dilemma?', The American Journal of Bioethics, 13(6), pp. 34-36. 
Hughes, J.C., Poole, M., Louw, S.J., Greener, H. and Emmett, C. (2015) 'Residence capacity: 
its nature and assessment', BJPsych Advances, 21(5), pp. 307-312. 
Iedema, R. (2007a) 'Communicating hospital work', in Iedema, R. (ed.) The disclosure of 
hospital communication. Tracing complexities in contemporary health care organizations. 
Hampshire and New York: Palgrave Macmillan, pp. 1-17. 
Iedema, R. (2007b) The discourse of hospital communication: Tracing complexities in 
contemporary  health care organizations. Hampshire and New York: Palgrave Macmillan. 
Innes, A. (2009) Dementia studies: A social science perspective. Sage. 
 13 
 
Inouye, S.K., Zhang, Y., Han, L., Leo-Summers, L., Jones, R. and Marcantonio, E. (2006) 
'Recoverable cognitive dysfunction at hospital admission in older persons during acute 
illness', Journal of General Internal Medicine, 21, pp. 1276-81. 
Jagger, C., Clarke, M., Anderson, J. and Battcock, T. (1992) 'Misclassification of dementia by 
the Mini-Mental State Examination—are education and social class the only factors?', Age 
and ageing, 21(6), pp. 404-411. 
Jewell, S. (1996) 'Elderly patients' participation in discharge decision making: 2', British 
Journal of Nursing, 5(17), pp. 1065-71. 
Jones, S.A., Azam, B. and Ahluwalia, N. (2017) 'An evaluation of Mental Capacity Act 
assessment documentation on older adult psychiatry wards', Alzheimer's & Dementia: The 
Journal of the Alzheimer's Association. pp. P1159-P1160. 
Joyce, T. (2010) Best Interests Guidance on determining the best interests of adults who lack 
the capacity to make a decision (or decisions) for themselves [England and Wales].The 
British Psychological Society, UK. 
Jurgens, F.J., Clissett, P., Gladman, J.R.F. and Harwood, R.H. (2012) 'Why are family carers 
of people with dementia dissatisfied with general hospital care? A qualitative study', BMC 
geriatrics, 12(1), p. 57. 
Kaba, R. and Sooriakumaran, P. (2007) 'The evolution of the doctor-patient relationship', 
International Journal of Surgery, 5(1), pp. 57-65. 
Kane, M.N. (1998) 'Consent and competency in elders with Alzheimer's disease', American 
Journal of Alzheimer's Disease July/August, pp. 179-188. 
Kapp, M.B. (2002) 'Decisional capacity in theory and practice: Legal process versus' 
bumbling through'', Aging & mental health, 6(4), pp. 413-417. 
Kaye, A. (2017) This is Going to Hurt: Secret Diaries of a Junior Doctor. London: Picador. 
Kee, Y.-Y.K. and Rippingale, C. (2009) 'The prevalence and characteristic of patients with 
‘acopia’', Age and ageing, 38(1), pp. 103-105. 
Kelle, U. (2010) 'The development of categories: Different approaches in grounded theory', 
The Sage handbook of grounded theory, pp. 191-213. 
Kelly, F. and Innes, A. (2013) 'Human rights, citizenship and dementia care nursing', 
International Journal of Older People Nursing, 8(1), pp. 61-70. 
Kitwood, T.M. (1997) Dementia reconsidered: The person comes first. Open University 
Press. 
Klaver, E. (2009) The Body in Medical Culture. . SUNY Press. 
Kontos, P. and Martin, W. (2013) 'Embodiment and dementia: Exploring critical narratives of 
selfhood, surveillance, and dementia care', Dementia, p. 1471301213479787. 
 14 
 
Kontos, P., Miller, K.-L. and Kontos, A.P. (2017) 'Relational citizenship: supporting 
embodied selfhood and relationality in dementia care', Sociology of Health & Illness, 39(2), 
pp. 182-198. 
Kontos, P.C. (2005) 'Embodied selfhood in Alzheimer's disease Rethinking person-centred 
care', Dementia, 4(4), pp. 553-570. 
Kontos, P.C., Miller, K.-L., Mitchell, G.J. and Cott, C.A. (2010) 'Dementia care at the 
intersection of regulation and reflexivity: a critical realist perspective', The Journals of 
Gerontology Series B: Psychological Sciences and Social Sciences, p. gbq022. 
Kontos, P.C. and Naglie, G. (2009) 'Tacit knowledge of caring and embodied selfhood', 
Sociology of health & illness, 31(5), pp. 688-704. 
Lamont, M. (2000) 'Meaning-making in cultural sociology: Broadening our agenda', 
Contemporary Sociology, 29(4), pp. 602-607. 
Lane, A., McCoy, L. and Ewashen, C. (2010) 'The textual organization of placement into 
long‐term care: issues for older adults with mental illness', Nursing inquiry, 17(1), pp. 3-14. 
Latimer, J. (1998) 'Organizing context: nurses' assessments of older people in an acute 
medical unit', Nursing Inquiry, 5, pp. 43-57. 
Latimer, J. (1999) 'The dark at the bottom of the stairs: Performance and participation of 
hospitalized older people', Medical Anthropology Quarterly, 13(2), pp. 186-213. 
Latimer, J. (2000) The conduct of care: Understanding nursing practice. Wiley-Blackwell. 
Mental incapacity (231). 
Lee, P. (2005) 'The process of gatekeeping in health care research', Nursing times, 101(32), 
pp. 36-38. 
Lempert, L.B. (2007) 'Asking Questions of the Data: Memo Writing in the Grounded', The 
Sage handbook of grounded theory, p. 245. 
Lincoln, Y.S. and Guba, E.G. (2000) 'Paradigmatic controversies, contradictions, and 
emerging confluences', in Denzin, N.K. and Lincoln, Y.S. (eds.) Handbook of qualitative 
research. Second edn. Thousand Oaks, California: Sage, pp. 163-188. 
Litherland, R. (2015) 'Developing a national user movement of people with dementia', Joseph 
Rowntree Foundation, York. 
Livingston, G., Leavey, G., Manela, M., Livingston, D., Rait, G., Sampson, E., Bavishi, S., 
Shahriyarmolki, K. and Cooper, C. (2010) 'Making decisions for people with dementia who 
lack capacity: qualitative study of family carers in UK', BMJ, 341, p. c4184. 
Long, D., Hunter, C.L. and van der Geest, S. (2008) 'When the field is a ward or a clinic: 
Hospital ethnography', Anthropology and Medicine, 15(2), pp. 71-78. 
 15 
 
Long, D., Iedema, R. and Lee, B.B. (2007) 'Corridor conversations: Clinical communication 
in casual places', in Iedema, R. (ed.) The disclosure of hospital communication. Tracing 
complexities in contemporary health care organizations. Hampshire and New York: Palgrave 
Macmillan, pp. 182-200. 
Lorber, J. (1975) 'Good patients and problem patients: Conformity and deviance in a general 
hospital', Journal of Health and Social Behavior, pp. 213-225. 
Lupton, D. (2012) Medicine as culture: Illness, disease and the body. Sage. 
Lyman, K.A. (1989) 'Bringing the social back in: a critique of the biomedicalization of 
dementia', Gerontologist, 29(5), pp. 597-605. 
MacCourt, P. and Tuokko, H. (2010) 'Marginal competence, risk assessment, and care 
decisions: a comparison of values of health care professionals and older adults', Canadian 
Journal on Aging / La Revue Canadienne du Vieillissement, 29(2), pp. 173-183. 
Mackenzie, J.A., Lincoln, N.B. and Newby, G.J. (2008) 'Capacity to make a decision about 
discharge destination after stroke: a pilot study', Clinical Rehabilitation, 22, pp. 1116-1126. 
Macmillan, M.S. (1994) 'Hospital staff's perceptions of risk associated with the discharge of 
elderly people from acute hospital care', Journal of Advanced Nursing, 19(2), pp. 249-256. 
Manthorpe, J. (2004) 'Risk taking', in Anthea Innes, C.A., Charlie Murphy (ed.) Dementia and 
social inclusion: Marginalised groups and marginalised areas of dementia research, care and 
practice. Jessica Kingsley Publishers, pp. 137-149. 
Manthorpe, J. and Samsi, K. (2015) 'Care professionals' understanding of the new criminal 
offences created by the Mental Capacity Act 2005', International journal of geriatric 
psychiatry, 30(4), pp. 384-392. 
Manthorpe, J. and Samsi, K. (2016) 'Care homes and the Mental Capacity Act 2005: Changes 
in understanding and practice over time', Dementia, 15(4), pp. 858-871. 
Manthorpe, J., Samsi, K. and Rapaport, J. (2012) '‘More of a leg to stand on’: Views and 
usage of the Mental Capacity Act 2005 among staff of local Alzheimer's Society and carer 
organisations', Aging & mental health, 16(1), pp. 102-109. 
Manthorpe, J., Samsi, K. and Rapaport, J. (2013) '“Capacity Is Key”: Investigating New Legal 
Provisions in England and Wales for Adult Safeguarding', Journal of elder abuse & neglect, 
25(4), pp. 355-373. 
Manthorpe, J., Samsi, K. and Rapaport, J. (2014) 'Dementia nurses’ experience of the Mental 
Capacity Act 2005: A follow-up study', Dementia, 13(1), pp. 131-143. 
Martin, G. (2009) 'Recovery approach to the care of people with dementia: decision making 




Martin, W., Kontos, P. and Ward, R. (2013) 'Embodiment and dementia', Dementia, 12(3), 
pp. 283-287. 
Marzanski, M. (2000) 'Would you like to know what is wrong with you? On telling the truth 
to patients with dementia', Journal of Medical Ethics, 26(2), pp. 108-113. 
May, T. (2011) Social research: Issues, Methods and Process. Fourth Edition edn. McGraw-
Hill Education (UK). 
McDonald, A. (2010) 'The impact of the 2005 Mental Capacity Act on social workers' 
decision making and approaches to the assessment of risk', British Journal of Social Work, 40, 
pp. 1229-1246. 
McGovern, J. (2011) 'Couple meaning-making and dementia: Challenges to the deficit model', 
Journal of Gerontological Social Work, 54(7), pp. 678-690. 
McKeown, J., Clarke, A., Ingleton, C. and Repper, J. (2010) 'Actively involving people with 
dementia in qualitative research', Journal of clinical nursing, 19(13‐14), pp. 1935-1943. 
McKillop, J. and Wilkinson, H. (2004) 'Make it easy on yourself! Advice to researchers from 
someone with dementia on being interviewed', Dementia, 3(2), pp. 117-125. 
McNicoll, A. (2016) ‘Staff need Mental Capacity Act training rooted in practice, not 
legalese’. Available at: http://www.communitycare.co.uk/2016/03/09/staff-need-mental-
capacity-act-training-rooted-practice-legalese/ (Accessed: 07.12.2017). 
McParland, P., Kelly, F. and Innes, A. (2017) 'Dichotomising dementia: is there another 
way?', Sociology of Health & Illness, 39(2), pp. 258-269. 
McVean, A. (2009) 'Acopia—unable to cope or to copy?', Age and ageing, 38(4), pp. 490-
491. 
Menne, H.L., Kinney, J.M. and Morhardt, D.J. (2002) '‘Trying to Continue to Do as Much as 
They Can Do’ Theoretical insights regarding continuity and meaning making in the face of 
dementia', Dementia, 1(3), pp. 367-382. 
Mental Capacity Act 2005, c.9. Available at: 
https://www.legislation.gov.uk/ukpga/2005/9/pdfs/ukpga_20050009_en.pdf (Accessed 
23.03.2018)  
Mental Capacity Act (Northern Ireland)2016. Available at: 
http://www.legislation.gov.uk/nia/2016/18/pdfs/nia_20160018_en.pdf (Accessed 23.03.2018) 
Miesen, B. (2004) 'Care-giving in dementia: An emancipatory challenge', in Jones, G.M.M. 
and Bère, M.M.L. (eds.) Care-Giving in Dementia: Research and Applications. Hove, East 
Sussex: Bruner-Routledge, pp. 404-414. 
Miller, L.M., Whitlatch, C.J. and Lyons, K.S. (2016) 'Shared decision-making in dementia: a 
review of patient and family carer involvement', Dementia, 15(5), pp. 1141-1157. 
 17 
 
Ministry of Justice (2008) Deprivation of Liberty Safeguards: Code of Practice to Supplement 
the Main Mental Capacity Act 2005 Code of Practice (0113228155). The Stationery Office. 




Ministry of Justice, Office of the Public Guardian, Department of Health and Welsh 
Assembly Government (2009) Making decisions: A guide for people who work in health and 
social care. Available at: http://www.ouh.nhs.uk/patient-
guide/safeguarding/documents/health-workers-guide.pdf (Accessed 23.07.218). 
Moreira, T. and Bond, J. (2008) 'Does the prevention of brain ageing constitute anti-ageing 
medicine? Outline of a new space of representation for Alzheimer's Disease', Journal of Aging 
Studies, 22(4), pp. 356-365. 
Moreira, T., Hughes, J.C., Kirkwood, T., May, C., McKeith, I. and Bond, J. (2008) 'What 
explains variations in the clinical use of mild cognitive impairment (MCI) as a diagnostic 
category?', International Psychogeriatrics, 20(4), pp. 697-709. 
Moye, J. and Marson, D.C. (2007) 'Assessment of decision-making capacity in older adults: 
an emerging area of practice and research', The Journals of Gerontology Series B: 
Psychological Sciences and Social Sciences, 62(1), pp. P3-P11. 
Moye, J. and Marson, D.C. (2009) 'Assessment of decision-making capacity in older adults: 
An emerging area of practice and research', Journal of Lifelong Learning in Psychiatry 7(1), 
pp. 88-97. 
Mujic, F., Von Heising, M., Stewart, R.J. and Prince, M.J. (2009) 'Mental capacity 
assessments among general hospital inpatients referred to a specialist liaison pshychiatry 
service for older people', International Psychogeriatrics, 21(4), pp. 729-737. 
Murphy, J. (2009) Talking Mats: a study of communication difficulties and the feasibility and 
effectiveness of a low-tech communication framework. University of Nijmegen. 
Murphy, J. and Oliver, T. (2013) 'The use of Talking Mats to support people with dementia 
and their carers to make decisions together', Health & social care in the community, 21(2), pp. 
171-180. 
Murphy, K., Jordan, F., Hunter, A., Cooney, A. and Casey, D. (2015) 'Articulating the 
strategies for maximising the inclusion of people with dementia in qualitative research 
studies', Dementia, 14(6), pp. 800-824. 
 18 
 
Naik, A.D., Kunik, M.E., Cassidy, K.R., Nair, J. and Coverdale, J. (2010) 'Assessing safe and 
independent living in vulnerable older adults: Perspectives of professionals who conduct 
home assessments', Journal of the American Board of Family Medicine, 23(5), pp. 614-621. 
National Care Association (2009) Making Decisions: A Guide for People who Work in Health 
and Social Care: Helping People who are Unable to Make Some Decisions for 
Themselves.Mental Capacity Implementation Programme. 
National Collaborating Centre for Mental Health (2016) Dementia: supporting people with 
dementia and their carers in health and social care.National Institute for Health and Care 
Excellence. [Online]. Available at: https://www.nice.org.uk/guidance/cg42 (Accessed: 
08/06/2016). 
National Institute for Health and Clinical Excellence (2006) Dementia: Supporting people 
with dementia and their carers in health and social care. National Institute for Health and 
Clinical Excellence London, England. 
Newberry, A.M. and Pachet, A.K. (2008) 'An innovative framework for psychosocial 
assessment in complex mental capacity evaluations', Psychology, Health and Medicine, 13(4), 
pp. 438-449. 
NHS (2015) Getting a dementia diagnosis. Available at: 
http://www.nhs.uk/conditions/dementia-guide/pages/dementia-diagnosis.aspx (Accessed: 
22.04.2016). 
NHS Confederation (2010) Acute Awareness: Improving hospital care for people with 
dementia. 
NHS website (2015) About Dementia. Available at: http://www.nhs.uk/Conditions/dementia-
guide/Pages/about-dementia.aspx (Accessed: 13/05/2015). 
Nolan, M. and Keady, J. (2001) 'Working with carers', in Cantley, C. (ed.) Handbook of  
Dementia Care. Buckingham and Philadelphia: Open University Press, pp. 160-172. 
Norman, R. (2006) 'Observations of the experiences of people with dementia on general 
hospital wards', Journal of Research in Nursing, 11(5), pp. 453-465. 
Nuffield Council on Bioethics (2009) Dementia: Ethical Issues. Nuffield Council on 
Bioethics. 
NVIVO (2009) Qualitative Data Analysis Software (Version 9) [Computer program]. QSR 
International Pty Limited. 
O'Connor, D. and Purves, B. (2009) Decision-making, personhood and dementia: Exploring 
the interface. Jessica Kingsley Publishers. 
O'Keeffe, S.T. (2001) 'Autonomy vs welfare? Anatomy of a risky discharge', Irish medical 
journal, 94(8), pp. 234-236. 
 19 
 
O'Reilly, K. (2008) Key concepts in ethnography. Sage. 
O’Keeffe, S.T. (2011) 'Cognitive impairment and depression in older patients labelled as 
“vague”,“poor historians” or “poorly motivated”', European Geriatric Medicine, 2(2), pp. 71-
73. 
Okai, D., Owen, G., McGuire, H., Singh, S., Churchill, R. and Hotopf, M. (2007) 'Mental 
capacity in psychiatric patients', The British Journal of Psychiatry, 191(4), pp. 291-297. 
Ortlipp, M. (2008) 'Keeping and using reflective journals in the qualitative research process', 
The qualitative report, 13(4), pp. 695-705. 
Owen, G.S., Freyenhagen, F., Richardson, G. and Hotopf, M. (2009a) 'Mental capacity and 
decisional autonomy: an interdisciplinary challenge', Inquiry, 52(1), pp. 79-107. 
Owen, G.S., Szmukler, G., Richardson, G., David, A.S., Hayward, P., Rucker, J., Harding, D. 
and Hotopf, M. (2009b) 'Mental capacity and psychiatric in-patients: implications for the new 
mental health law in England and Wales', The British Journal of Psychiatry, 195(3), pp. 257-
263. 
Parlimentary Office of Science & Technology (2011) Mental Capacity and Healthcare. 
[Online]. Available at: http://www.parliament.uk/pagefiles/504/postpn_381-mental-capacity-
and-healthcare.pdf (Accessed: 23.06.2016). 
Pattinson, J., Mjojo, J., Gordon, A. and Blundell, A. (2017) 'The use of blended learning to 
teach undergraduate medical students about the Mental Capacity Act: The successful and 
innovative understanding dementia massive open online course (UD MOOC)', Innovation in 
Aging. pp. 1009-1010. 
Penney, W. and Wellard, S.J. (2007) 'Hearing what older consumers say about participation in 
their care', International Journal of Nursing Practice, 13, pp. 61-68. 
Phillips, J.E., Ajrouch, K.J. and Hillcoat-Nallétamby, S. (2010) Key concepts in social 
gerontology. Sage. 
Phillipson, C. and Dannefer, D. (2010) The SAGE handbook of social gerontology. Sage. 
Pimlott, N.J.G., Siegel, K., Persaud, M., Slaughter, S., Cohen, C., Hollingworth, G., 
Cummings, S., Drummond, N., Dalziel, W. and Sylvius, J. (2006) 'Management of dementia 
by family physicians in academic settings', Canadian Family Physician, 52(9), pp. 1108-
1109. 
Poole, M. (2009) 'Assessment of Capacity and Best Interest in Dementia: on Discharge from 




Poole, M. (2010) 'The challenges of including people with dementia in decisions regarding 
discharge from hospital', British Society of Gerontology Emerging Researchers in Ageing 
(ERA) Annual Conference Annual Conference. Norwich. 
Poole, M. (2011a) 'Assessment of capacity and best interests in dementia: on discharge from 
hospital', Clinical Research Network, Dementias and Neurodegeneration (DeNDRoN) North 
East Conference. Durham. 
Poole, M. (2011b) 'Assessment of capacity and best interests in people with dementia: On 
discharge from hospital.  A hospital ethnography', North East Post Graduate Conference. 
Newcastle. 
Poole, M. (2011c) '“The Poor Historian”: Complex Patient Narratives and Judgements on 
Capacity-related Discharge Decisions for People with Dementia', British Society of 
Gerontology 40th Annual Conference, Plymouth 2011. Plymouth. 
Poole, M. (2014) 'Going home? A study of capacity and best interests in people with dementia 
being discharged from hospital', Alzheimer’s Europe Conference. Glasgow. 
Poole, M., Bond, J., Emmett, C., Greener, H., Louw, S.J., Robinson, L. and Hughes, J.C. 
(2014) 'Going home? An ethnographic study of assessment of capacity and best interests in 
people with dementia being discharged from hospital', BMC geriatrics, 14(1), p. 56. 
Pope, C. (2005) 'Conducting ethnography in medical settings', Medical Education, 39, pp. 
1180-1187. 
Porock, D., Clissett, P., Harwood, R.H. and Gladman, J.R.F. (2015) 'Disruption, control and 
coping: responses of and to the person with dementia in hospital', Ageing & Society, 35(1), 
pp. 37-63. 
Prince, M., Knapp, M., Guerchet, M., McCrone, P., Prina, M., Comas-Herrera, A., 
Wittenberg, R., Adelaja, B., Hu, B. and King, D. (2014) 'Dementia UK: update', Alzheimer’s 
Society, London. 
Prince, M., Prina, M. and Guerchet, M. (2013) Journey of Caring: an analysis of long-term 
care for Dementia. N/A Ed; London: Alzheimer's Disease International. 
Prince, M., Wimo, A., Guerchet, M., Ali, G., Wu, Y.T. and Prina, M. (2015) 'World 
Alzheimer Report 2015. The global impact of dementia. An analysis of prevalence, incidence, 
cost and trends', Alzheimer's Disease International, London. 
Proctor, G. (2001) 'Listening to older women with dementia: relationships, voices and power', 
Disability & Society, 16(3), pp. 361-376. 
Puri, B. and Treasaden, I. (2009) Psychiatry: An evidence-based text. CRC Press. 
 21 
 
Rait, G., Burns, A., Baldwin, R., Morley, M., Chew-Graham, C. and St Leger, A.S. (2000a) 
'Validating screening instruments for cognitive impairment in older South Asians in the 
United Kingdom', International Journal of Geriatric Psychiatry, 15(1), pp. 54-62. 
Rait, G., Morley, M., Burns, A., Baldwin, R., Chew-Graham, C. and St Leger, A.S. (2000b) 
'Screening for cognitive impairment in older African-Caribbeans', Psychological medicine, 
30(4), pp. 957-963. 
Raveh, D., Gratch, L., Yinnon, A.M. and Sonnenblick, M. (2005) 'Demographic and clinical 
characteristics of patients admitted to medical departments', Journal of Evaluation in Clinical 
Practice, 11, pp. 33-44. 
 Re C (Adult: Refusal of Treatment) (1993 Oct 14;[1994]). Great Britain. England. High Court 
of Justice, Family Division.: Weekly Law Report. 
 Re T (Adult: Refusal of Treatment) 4 All E.R. 649 (1992 ). 
Reamy, A.M., Kim, K., Zarit, S.H. and Whitlatch, C.J. (2011) 'Understanding discrepancy in 
perceptions of values: individuals with mild to moderate dementia and their family 
caregivers', The Gerontologist, 51(4), pp. 473-483. 
Reeves, S., Kuper, A. and Hodges, B.D. (2008) 'Qualitative research methodologies: 
ethnography', BMJ, 337(aug07_3), pp. a1020-a1020. 
Reeves, S. and Lewin, S. (2004) 'Interprofessional collaboration in the hospital: strategies and 
meanings', Journal of Health Services Research and Policy, 9(4), pp. 218-225. 
Richardson, G. (2012) 'Mental disabilities and the law: From substitute to supported decision-
making?', Current Legal Problems, p. cus010. 
Ritzer, G. (2013) 'The Weberian theory of rationalization and the McDonaldization of 
contemporary society', in Kivisto, P. (ed.) Illuminating Social Life: Classical and 
Contemporary Theory Revisited. Sixth edn. Sage Publications Inc, pp. 29-50. 
Robertson, D.W. (1996) 'Ethical theory, ethnography, and differences between doctors and 
nurses in approaches to patient care', Journal of Medical Ethics, 22, pp. 292-299. 
Rosenthal, G. (2007) Biographical research. Sage Publications. 
Ruck Keene, A., Butler-Cole, V., Allen, N., Lee, A., Bicarregui, A. and Edwards, S. (2016) 
Mental Capacity Law Guidance Note: Best Interests Assessments. Available at: 
http://www.39essex.com/content/wp-content/uploads/2016/08/Best-Interests-Assessments-
Guide-August-2016.pdf (Accessed: 14.03.2017). 
Russell, A. (2009) Lecture Notes: The Social Basis of Medicine. John Wiley & Sons. 
Sabat, S. and Harre, R. (1992) 'The construction and deconstruction of self in Alzheimer's 
disease', Ageing and Society, 12, pp. 443-461. 
 22 
 
Sabat, S.R. (2001) The experience of Alzheimer's disease: life through a tangled veil. Oxford: 
Blackwell. 
Sabat, S.R. (2002) 'Surviving Manifestations of Selfhood in Alzheimer’s Disease A case 
study', Dementia, 1(1), pp. 25-36. 
Sabat, S.R. (2005) 'Capacity for decision-making in Alzheimer's disease: Selfhood, 
positioning and semiotic people', Australian and New Zealand Journal of Psychiatry, 39(11-
12), pp. 1030-1035. 
Sabat, S.R. and Collins, M. (1999) 'Intact social, cognitive ability, and selfhood: a case study 
of Alzheimer's disease', American Journal of Alzheimer's Disease, Jan/Feb, pp. 11-19. 
Sabat, S.R. and Harré, R. (1992) 'The construction and deconstruction of self in Alzheimer's 
disease', Ageing and society, 12, pp. 443-461. 
Sampson, E.L., Blanchard, M.R., Jones, L., Tookman, A. and King, M. (2009) 'Dementia in 
the acute hospital: prospective cohort study of prevalence and mortality', The British Journal 
of Psychiatry, 195(1), pp. 61-66. 
Sampson, E.L., Hughes, J., Lloyd-Williams, M. and Sachs, G. (2010) Hospital admissions in 
dementia. Oxford University Press Oxford. 
Samsi, K. and Manthorpe, J. (2013) 'Everyday decision-making in dementia: findings from a 
longitudinal interview study of people with dementia and family carers', International 
psychogeriatrics, 25(06), pp. 949-961. 
Samsi, K., Manthorpe, J., Nagendran, T. and Heath, H. (2012) 'Challenges and expectations 
of the Mental Capacity Act 2005: an interview‐based study of community‐based specialist 
nurses working in dementia care', Journal of clinical nursing, 21(11‐12), pp. 1697-1705. 
Savage, J. (2000) 'Ethnography and health care', British Medical Journal, 321, pp. 1400-2. 
Savage, J. (2006) 'Ethnographic evidence the value of applied ethnography in healthcare', 
Journal of Research in Nursing, 11(5), pp. 383-393. 
Scambler, G. (2008) Sociology as applied to medicine. Elsevier Health Sciences. 
Scheff, T.J. (1971) Being mentally ill: A sociological theory. Transaction Publishers. 
Schneider, J., Scales, K., Bailey, S. and Lloyd, J. (2010) Challenging care: the role and 
experience of Health Care Assistants in dementia wards (1819). National Institute for Health 
Research. 
Shah, A. and Heginbotham, C. (2010) 'Newly introduced deprivation of liberty safeguards: 
anomalies and concerns', The Psychiatrist, 34, pp. 243-245. 
Sherratt, C., Soteriou, T. and Evans, S. (2007) 'Ethical issues in social research involving 
people with dementia', Dementia, 6(4), pp. 463-479. 
Shickle, D. (2006) 'The mental capacity act 2005', Clinical medicine, 6(2), pp. 169-173. 
 23 
 
Silverman, D. (2013) Doing qualitative research: A practical handbook. SAGE Publications 
Limited. 
Sjöstrand, M., Eriksson, S., Juth, N. and Helgesson, G. (2013) The Journal of Medicine and 
Philosophy: A Forum for Bioethics and Philosophy of Medicine. Oxford University Press. 
Social Care Institute for Excellence (2011) Respecting the right to make ‘unwise’ decisions. 
Available at: https://www.scie.org.uk/mca/practice/decision-making/unwise-decisions 
(Accessed: 22.09.2017). 
Spradley, J.P. (1979) The Ethnographic Interview. New York: Holt, Rinehart and Winston. 
Spradley, J.P. (1980) Participant observation. New York: Holt Rienhart and Winston. 
Star, S.L. and Griesemer, J.R. (1989) 'Institutional ecology: 'Translations' and boundary 
objects: amatuers and professionals in Berkeley's museum of vertebrate zoology, 1907-39', 
Social Studies of Science, 19, pp. 387-420. 
Stewart, R., Bartlett, P. and Harwood, R.H. (2005) 'Mental capacity assessments and 
discharge decisions', Age and ageing, 34(6), pp. 549-550. 
Stone, M. (2015) Does the MCA promote Substituted Decision-Making or does it promote 
Supported Decision-Making ? Available at: 
http://www.dignityincare.org.uk/Discuss_and_debate/Discussion_forum/?obj=viewThread&t
hreadID=793&forumID=45 (Accessed: 27.06.2016). 
Strang, D.G., Molloy, D.W. and Harrison, C. (1998) 'Capacity to choose place of residence: 
autonomy vs beneficence?', Journal of Palliative Care, 14(1), pp. 25-29. 
Strauss, A.L. and Corbin, J. (1990) Basics of Qualitative Research. Newbury Park: Sage. 
Swain, J., French, S., Barnes, C. and Thomas, C. (2013) Disabling barriers-enabling 
environments. Sage. 
Szmukler, G. and Appelbaum, P.S. (2008) 'Treatment pressures, leverage, coercion, and 
compulsion in mental health care', Journal of Mental Health, 17(3), pp. 233-244. 
Tadd, W., Hillman, A., Calnan, S., Calnan, M., Bayer, T. and Read, S. (2011) 'Right place-
wrong person: dignity in the acute care of older people', Quality in Ageing and Older Adults, 
12(1), pp. 33-43. 
Thomas, C. (2004) 'How is disability understood? An examination of sociological 
approaches', Disability & society, 19(6), pp. 569-583. 
Tiemstra, J. (2009) 'The poor historian', Academic Medicine, 84(6), p. 723. 
Turner, S., Iliffe, S., Downs, M., Wilcock, J., Bryans, M., Levin, E., Keady, J. and O'Carroll, 
R. (2004) 'General practitioners' knowledge, confidence and attitudes in the diagnosis and 
management of dementia', Age and ageing, 33(5), pp. 461-467. 
 24 
 
Twining, C. (2008) 'Capacity and consent: empowering and protecting vulnerable older 
people', in Woods, B. and Clare, L. (eds.) Handbook of the Clinical Psychology of Ageing. 
Chichester: John Wiley & Sons. 
United Nations (2006) UN Convention on the Rights of Persons with Disabilities. Available 
at: http://www.un.org/disabilities/convention/conventionfull.shtml (Accessed: 22.09.2015). 
University of Maryland (n.d.) Culture as Meaning. Available at: 
http://www.theculturelab.umd.edu/culture-as-meaning.html (Accessed: 10.03.2017). 
 'Unrevised transcript of evidence taken before the Select Committee on the Mental Capacity 
Act 2005' (2013) Evidence session No.2. The Select Committee on the Mental Capacity Act 
2005. Tuesday 25 June 2013. House of Lords,. 
van der Geest, S. and Finkler, K. (2004) 'Hospital ethnography: introduction', Social Science 
and Medicine, 59, pp. 1995-2001. 
Volicer, L. (2008) 'Decisions by and for adults with questionable mental capacity', in Werth, 
J.L. and Blevins, D. (eds.) Decision Making Near the End of Life: Issues, Development and 
Future Directions. Hoboken: Psychology Press and Routledge. 
Walsh, D. (2012) 'Doing Ethnography', in Seale, C. (ed.) Researching Society and Culture. 
Third edn. London: Sage Publications Ltd, p. 245. 
Waring, J.J. (2009) 'Constructing and re-constructing narratives of patient safety', Social 
science & medicine, 69(12), pp. 1722-1731. 
Watts, P. and O’Connor, S.J. (2017) 'Communication in Dementia', in  Dementia in Nursing 
Homes. Springer, pp. 105-121. 
Wells, D.L. (1997) 'A critical ethnography of the process of discharge decision-making for 
elderly patients', Canadian Journal on Aging, 16(4), pp. 682-699. 
Whitlatch, C.J. (2001) 'Including the person with dementia in family care-giving research', 
Aging & mental health, 5(S1), pp. 20-22. 
Wilkinson, H. (2002) 'Including people with dementia in research', in Wilkinson, H. (ed.) The 
perspectives of people with dementia: Research methods and motivations. Jessica Kingsley 
Publishers, pp. 9-25. 
Williamson, T. (2015) 'Dementia, rights, and the social model of disability', Mental Health 
Foundation, London. 
Wind, G. (2008) 'Negotiated interactive observatioin: Doing fieldwork in hospital settings', 
Anthropology and Medicine, 15(2), pp. 79-89. 
Wong, J.G., Clare, I.C.H., Holland, A.J., Watson, P.C. and Gunn, M. (2000) 'The capacity of 
people with a ‘mental disability’to make a health care decision', Psychological Medicine, 
30(02), pp. 295-306. 
 25 
 
Woods, B. and Pratt, R. (2005) 'Awareness in dementia: Ethical and legal issues in relation to 
people with dementia', Aging & mental health, 9(5), pp. 423-429. 
World Health Organization (1992) The ICD-10 classification of mental and behavioural 
disorders: clinical descriptions and diagnostic guidelines. Geneva: World Health 
Organization. 
Zola, I.K. (1972) 'Medicine as an institution of social control', The Sociological Review, 
20(4), pp. 487-504. 
Zuckerman, C. (1987) 'Conclusions and guidelines for practice', Generations, Summer, pp. 
67-73. 
Zuckerman, D.M., Kasl, S.V. and Ostfeld, A.M. (1984) 'Psycho-social predictors of mortality 
among the elderly poor:  the role of religion, wellbeing, and social contacts', American 
Journal of Epidemiology, 119, pp. 410-423. 
 
 
